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ABSTRACT 
 
Fathers of children with autism experience many challenges in adapting to and 
coping with their roles (Carpenter & Towers, 2008; Fletcher, Vimpani, Russell, & 
Keatings, 2008; Naseef, 2002). Research on the various aspects of parental support needs, 
to date, has traditionally focused almost exclusively on the mothers (Flippin & Crais, 
2011; Mallers, Charles, Neupert, & Almeida, 2010; Oelofsen & Richardson, 2006; 
Paynter, Davies, & Beamish, 2018; Potter, 2017a). This study sought to determine what 
fathers themselves cite as their support needs, and to describe those met and unmet. This 
mixed-methods study focused on fathers of children with autism who had verbal speech 
challenges, as determined by the Social Communication Questionnaire (SCQ; Rutter, 
Bailey, Berument, Lord, & Pickles, 2003). Participants were recruited via postings on 
nationwide autism organization web sites. Survey data were collected using an online  
questionnaire that included questions from existing validated instruments (the SCQ; The 
Fathers of Children with Developmental Challenges questionnaire, Ly & Goldberg, 2014; 
the Modified Convoy Model, Smith, Greenberg & Seltzer, 2012) and several generated 
by the researcher. Survey responses from 52 fathers were analyzed using descriptive and 
correlational methods. In addition, interviews were conducted with ten fathers. These 
    vii 
data were analyzed by methods informed by grounded theory to identify themes.  
The results of this study largely supported existing research, although they gave a 
fuller picture of what fathers of children with autism believe that they need for support. 
Major themes found were that adjustment and raising children is difficult, adjustment is 
possible, and specific supports would have been helpful. The major supports suggested 
were (a) a specific early plan given by the time that they leave the initial diagnostic 
examination, (b) help with developing a useful support network of others who understand 
their situation, including peers, mentors and fathers-only support groups, and (c) 
receiving adequate respite to achieve breaks from childcare  and time to be a couple with 
their spouses. Implications for practice are provided, based on the data collected.   
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Chapter I 
Introduction 
 
 
 Fathers of children with autism often experience challenges in adapting to and 
coping with their roles (Carpenter & Towers, 2008; Davis, 2001; Fletcher, Vimpani, 
Russell, & Keatings, 2008; Krajewski, 2005; Naseef, 2002; Seligman & Darling, 2007; 
Warfield, 2005). It is logical that they would need support pertaining to all of these 
challenges. Traditionally, research on the various aspects of parent adaptation and coping 
has focused almost exclusively on mothers (Flippin & Crais, 2011; Mallers Charles, 
Neupert, & Almeida, 2010; Paynter, Davies & Beamish, 2018; Potter, 2016b). Although 
new research has begun to include fathers in parent studies, there is still a large gap in 
knowledge about the unique challenges that fathers of children with autism face, as 
compared to those of mothers. The most insightful literature on their experience are 
testimonials (e.g. Davis, 2001; Krajewski, 2005; Naseef, 2002). Research for the classic 
model of family adaptation, the Double ABCX (Bristol, 1987), focused on mothers of 
children with ASD, as have more recent studies on the model (e.g. Pakenham, Samios & 
Sofonoff, 2005). This model cites that adaptation (X), including parenting quality, marital 
and life satisfaction and subjective mental and physical health symptoms, is determined 
by  
• The stressors of severity of disability and behaviors related to their child’s 
diagnosis; 
• The high pile-up of demands and stress caused indirectly by the child and other 
life changes and limitations on the family caused by the disability; 
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• Family resource challenges (e.g. financial, social and psychological resources) 
• Formal and informal social support, versus difficulties with isolation and stigma; 
• The ability to define the child’s disability and the new family situation as a joyful 
challenge instead of blaming or defining it as a catastrophe; and the  
• Ability to successfully use cognitive, behavioral, emotional and problem-focused 
means to restore balance to their family and themselves. (Bristol, 1987; 
Pakenham et al., 2005) 
 It is likely that fathers have support needs that pertain to all of the challenges 
listed above, and they possibly have their own, unique needs. Although researchers have 
noted that fathers have an unmet yearning for more support (e.g. Broger & Zeni, 2011; 
Carpenter & Towers, 2008; Shave & Lashewicz, 2016), the support needs of fathers are 
far from being fully understood. There is a particular gap in knowledge about what 
fathers personally consider their support needs to be and how well these needs have been 
met. Literature strongly suggests that fathers need formal support that is male-oriented 
and suitable for their needs (Bronte-Tinkew, Burkhauser, & Metz, 2012; Flippin & Crais, 
2011; Oelofsen & Richardson, 2006; Potter, 2017a).  
 General developmental literature cites that the level of father involvement is very 
important to the development of children, especially when fathers are well-supported and 
integrated as key parts of their children’s teams. For example, father involvement has 
been found to be important in the development of emotional control in children (Clark, 
2009; Mallers et al., 2010), language and social development, and higher I.Q.’s (Clark, 
2009; NCDS, 2001); all of which are particular focuses in the education of a child with 
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autism (National Research Council, 2000). Elder, Valcante, Yarandi, White, and Elder 
(2005) demonstrated the value of fathers of children with autism in early education. In 
their study, mothers and fathers of children with autism were similarly-trained to engage 
with their children. Data revealed that the fathers were more likely than mothers to 
multiply hours of engagement. It was found that although both fathers and mothers 
improved in the time that they themselves spent with their children, fathers also trained 
others in the family to care for and work with the child.  
Conversely, fathers often complain of being marginalized by professionals 
(Carpenter & Towers, 2008; Flippin & Crais, 2011; Scourfield, 2005) and being excluded 
or discouraged from engaging with their child by the mother (Lamb, 2010; Seligman & 
Darling, 2007). It is not uncommon for fathers to become uninvolved partners who 
withdraw from the caregiving process (Paynter, et al., 2018) and spend extra time 
working to support their families (Gray, 2003, Robinson, York, Rothenberg & Bissell, 
2015; Seligman & Darling, 2007). Consequently, it behooves professionals to support 
fathers adequately, so that fathers will have the capacity to play important, productive 
roles in the education and development of their children with autism.   
 The problem is that there is little information available about what fathers of 
children with autism uniquely need for support. This information is needed so that 
effective supports and programs can be designed that will be accepted by fathers and earn 
their involvement. Therefore, the current study used mixed methods to seek both in depth 
qualitative information from a limited number of fathers and quantitative information 
from a larger group of fathers. Firstly, qualitative interviews were conducted to help 
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determine (a) what fathers cite as their support needs, (b) what needs they find to be 
frequently unmet, and (c) in what ways fathers believe that their support ought to change 
in order for them to thrive as valuable members of their child’s educational team. 
Secondarily, the study used quantitative survey research in order to receive more 
information from a larger number of fathers. It is hoped that one outcome of this 
quantitative research will be to begin to generalize the information and to spark interest 
into further research. The overall goal for this line of research will be to help effectively 
design better interventions to support fathers that will ensure investment by fathers and 
greater involvement with their children for the purpose of better educational and social 
results for the child and happier family life. 
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Chapter II 
Literature Review 
 
Introduction and the Double ABCX 
 Adapting to and coping with the role of being a parent of a child with autism is 
challenging for fathers as well as for mothers; support appears to be a key element in both 
adaptation and coping. Krajewski (2005) argued that fathers actually have the same needs 
as mothers, but due to neglect by the support network of people that typically rallies 
behind mothers, their situation is worse. However, evidence supporting his hypothesis is 
limited, since literature on the various aspects of parent adaptation, coping and support 
has traditionally focused almost exclusively on the mother (Flippin & Crais, 2011; 
Mallers, et al., 2010; Paynter et al., 2018; Potter, 2017a). Levy-Shiff (1999) offered 
possible reasons for this focus on mothers. She noted that in all studies about parenting it 
is taken as fact that fathers (a) are not primary caregivers, (b) interact less with their 
children, (c) interact in a more physically stimulatory way, and (d) rarely manage and 
organize the home environment. Carpenter and Towers (2008) stated that researchers 
investigating families with disabilities identify fathers as “invisible…peripheral…just a 
shadow” (p. 118). Yet, as Levy-Shiff (1999) has pointed out, fathers can be as nurturing 
and sensitive as mothers. It is also becoming apparent that fathers in the general 
population often are required to fill a less traditional role. For instance, the number of 
lone-parent families headed by fathers quadrupled from 1970 to 2003, which represented 
17% of United States lone-parent families (Leiniger & Ziol-Guest, 2008). Moreover, 60% 
of married U.S. women with preschool children are employed (Magill-Evans, Harrison, 
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Benzies, Gierl, & Kimak, 2007). Although similar data concerning the autism family 
subgroup are not available, Potter (2017b) suggested that fathers play major roles in 
regular childcare and often lead if they are not employed full-time. Therefore, it is logical 
to assume that many fathers of children with autism fill many vital roles and that they 
will have had to contend with a complex process of adaptation and coping in which 
support plays a vital part. However, literature is only starting to take notice of these 
fathers and to examine their needs for adapting, coping, training and support. Fathers are 
starting to be included in many parent studies, and results for fathers are beginning to be 
compared to that of mothers and/or fathers of typically developing children. It represents 
only a good start.  
Support from others, whether by professionals offering formal support, or 
informal support by family and friends, is an integral part of the process of adaptation and 
coping. Yet in much of the literature that exists, fathers report that they suffer from a lack 
of support that has not been sufficiently addressed. This lack of support has been 
attributed to a traditional focus on supporting mothers (Davis, 2001; Dorris, 1989; Flippin 
& Crais, 2011; Krajewski, 2005, Naseef, 2002; Potter, 2017b).       
 The purpose of this chapter is to review what literature there is to summarize 
present knowledge and identify gaps as related to support for fathers of children with 
autism. The conceptual framework that was used to organize the literature is Bristol’s 
(1987) adaptation of the Double ABCX Family Crisis Model. It was utilized to organize 
findings from the literature and to demonstrate how various elements may impact 
adaptation of fathers. The original ABCX Family Crisis Model (Hill, 1958) stated that 
   
7 
stress (A) interacts with family resources (B), which interacts with family definition (C), 
and produces family crisis (X) levels and levels of adaptation. McCubbin and Patterson 
(1981) refined the model by expanding the A, B and C sections and referred to it as the 
Double ABCX model. Although this model is nearly 40 years old, it is a classic model 
that is still effectively utilized in research, and its efficacy has been proven to be high 
(e.g. Pakenham, Samios, and Sofronoff, 2005; Pickard and Ingersoll, 2017). Bristol 
(1987) further refined the Double ABCX by expanding a few sections, taking into 
consideration families with children with autism. Her research found that the model 
significantly predicted successful adaptation in 27 families with children with autism and 
18 families with children with communication-impairments. Bristol (1987), Pakenham et 
al. (2005), and Pickard and Ingersoll (2017) all suggested how certain specific elements 
of the model can be used to predict the outcomes (X). Thus, Bristol’s refinement of the 
Double ABCX, was utilized to organize this chapter: (A) Severity of handicap1 of the 
disabled child and (aA) Pile-up of stresses and limitations (caused indirectly by the child, 
directly by the child’s handicap or unrelated to the child) interact with (B) Family 
resources and family cohesion and (bB) Social Support: formal and informal (perceptions 
of how adequate support is, regarding the child), which interact with (C) Family 
definition of stressor: “extent to which mother [parent] blames herself [himself] or other 
family members for child’s handicap” (p. 475) and (cC) Crisis definition: extent to which 
child’s handicap is considered to be a family catastrophe, which interact with (BC) 
                                                        
1 “Handicap” is being used here, because it is the term used in the model. However, the term 
“disability” is now preferred in the field.  
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Coping: problem-focused or emotion-focused (the specific coping responses used to cope 
with stress), and these elements all result in (X) Depressive symptoms, marital 
satisfaction, in-home family adaptation and quality of parenting. 
 Since it was known that the literature specifically addressing the role of the father 
in parenting children with autism is limited, to gain a comprehensive understanding on 
the topic of adaptation, research was also reviewed about families of children with other 
disabilities including (in descending order of applicability): Autism Spectrum Disorders 
(ASD), including High-Functioning Autism (a subgroup of autism whose members all 
have at least average intelligence quotients); Asperger Syndrome (those who are similarly 
high-functioning and who never had a language delay); Pervasive Developmental 
Disorder, Not Otherwise Specified (, an ASD sometimes noted in young children); and 
Rett’s Disorder (an ASD no longer classified as such in DSM-5); Developmentally-
Delayed; Intellectual-Disability; Disability, in general; and chronic Illness, psychological 
conditions. 
 Severity of handicap. In this section, a review of the literature that discusses 
adaptation as related to the severity of a child’s disability is discussed. Much of the 
literature included in this review was based on the DSM-IV-TR (American Psychiatric 
Association, 2000) definition of autism and not on the recently released criteria in DSM-5 
(American Psychiatric Association, 2013). Consequently, definitions of both the older 
and newer criteria are discussed. DSM-IV-TR (states that children with autism, a 
developmental disorder, exhibit “the presence of markedly abnormal or impaired 
development in social interaction and communication and a markedly restricted repertoire 
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of activity and interests” (p. 70). The diagnosis also requires there to be a delay before the 
age of three in social interactions, language as social communication, or imaginative or 
symbolic play. In addition, the definition includes the specification that neither Rett’s 
Disorder nor Childhood Disintegrative Disorder (CDD) can better categorize the 
condition. Yet, DSM-5 (APA, 2013) combined autism, AS and PDD-NOS into the one 
diagnosis of ASD. It excludes Rett’s and CDD. Instead of separating into three diagnoses, 
levels of severity are indicated in the coding (from “requiring support…[to] requiring 
very substantial support,” (APA, p. 52). The first two criteria are similar: “Persistent 
impairment in reciprocal social communication and social interaction, and restricted, 
repetitive patterns of behavior, interests, or activities” (p. 53). Yet, the latter one 
recognizes abnormal sensory processing and hyper- or hypo- sensitivities to stimuli as a 
distinguishing feature of autism; as cited by Marco et al. (2011), these “concerns have 
been a key feature of ASD clinical descriptions from the original independent seminal 
reports by Asperger and Kanner (p. 48R). The next two criteria require symptoms to be 
“present in early childhood and limit or impair everyday functioning” (APA, 2013, p. 
53), however more leeway is given to the age in which symptoms must be manifested. 
The final criterion concerns the co-morbid condition of intellectual disability, which 
requires an additional diagnosis. The large range in symptom severity is particularly 
notable. For example, some lower-functioning, nonverbal individuals may be consumed 
with stereotypical, repetitive motor mannerisms, while higher-functioning ones may be 
preoccupied with a restricted interest (APA, 2013), such as anime or even nuclear 
physics.  
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 Intuitively, one may hypothesize that more severe autistic symptoms would 
correlate with greater effects on parents; in fact, the reverse has been suggested to be true 
by many researchers. Bristol (1987) found, in her study of mothers of children with 
autism, that severity of handicap alone did not predict maternal depression or parenting 
quality. She also found that the children whose disability was more severe had less of an 
adverse effect on marriages than children who were less obviously disabled. More recent 
studies mostly agree. Freedman, Kalb, Zablotsky and Stuart (2012) found that ASD 
symptom severity did not raise nor lower the likelihood of being in a two-parent family. 
Baker, Blacher, and Olsson (2005) found that DD did not relate to parenting stress; DD 
status was inversely related to depression and marital adjustment in fathers. Herring et al. 
(2006) found no parental mental health outcome related to the child’s diagnosis or degree 
of developmental delay (DD). More specifically related to the current study, Kersh, 
Hedvat, Hauser-Cram, and Warfield (2006) found that the well-being of fathers of 
children with DD was not predicted at any level by the child’s overall level of 
functioning, and that the child’s skills did not relate to fathers’ satisfaction in marriage. 
Similarly, Hastings, Kovshoff, Ward, Degli Espinosa, Brown, and Remington (2005) 
found that paternal stress was not associated with the characteristics of their children with 
autism.  
 Conversely, in other studies, a child’s impaired or limited social (Davis & Carter, 
2008), or social and communication skills (Carpenter & Towers, 2008; Singh et al., 2006) 
did indeed correlate to increased stress in parents of children with ASD. In a study of 
parents with children with Down Syndrome (Roach, Orsmond, & Barrett, 1999), it was 
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found that the diagnosis alone and not other factors, such as caregiving demands, 
predicted how fathers perceived their parental competence and depressive symptoms. 
This same study found that parents of children with Down Syndrome had significantly 
more stress than parents of typical children, due to their children’s perceived 
distractibility, demandingness and the unacceptability of “not measuring up to their 
parents’ expectations” (p. 426).  
 In a qualitative study of fathers of children with disabilities under the age of 11 
(Carpenter & Towers, 2008), fathers spoke of the close bond with their children being 
even stronger, due to disability. Yet, study fathers whose children had autism admitted 
that they were frustrated by how difficult it was for them to establish a two-way 
relationship with their children. These sentiments correspond to a classic study of parents 
of children with autism, ages 6 to 18, by Bebko, Konstantareas and Springer (1987). Both 
mothers and fathers felt that verbal expressive difficulties and cognitive inconsistency 
were the most stressful components of their child’s conditions, although fathers also 
found social impairment to be equally stressful. When their children were older and 
symptoms were significantly less problematic, the stress of mothers was significantly 
reduced; however, fathers’ stress was only slightly reduced but still significantly high. 
These authors concluded that it is “not until late childhood that many fathers come to 
fully realize the significance of their handicapped child’s problems” (pp. 574-5), while, 
by that time, mothers feel that they have “made it and survived” (p. 575). Davis and 
Carter (2008) studied parenting stress in parents of young children recently diagnosed 
with autism (m = 3.5 years old) using several quantitative scales for parental stress and 
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psychological function and comparing them to child autism function scales. Regression 
analysis found that the most common predictor of stress for both mothers and fathers was 
their child’s delays and deficits in social skills. However, although fathers’ overall stress 
scores were inversely predicted by child’s social interaction skill scores, mothers’ stress 
was not predicted by their child’s deficits in social nor communicative behavior. In a 
more recent study, Argumedes, Lanovaz and Larivee (2018) found a direct correlation 
from ASD symptom severity to parent stress.    
 Intellectual disability, language impairment and behavioral symptoms are three 
associated features that are particularly noteworthy in people with autism. As noted in the 
DSM IV-TR (APA, 2000), clinical mild to profound Mental Retardation (Intellectual 
Disability) occurs in approximately 80% of those with classic autism. DSM-5 states, 
“Even those with average or high intelligence have an uneven profile of abilities. The gap 
between intellectual and adaptive functional skills is often large” (APA, 2013, p. 55). 
“Language impairment (e.g., slow to talk, language comprehension behind production)” 
(Ibid) is common and connected to social communication deficits, including problems in 
two-way conversations. It is actually part of the DSM-IV-TR diagnosis of classic autism. 
Behavioral symptoms include motor deficits, such as “odd gait, clumsiness, and other 
abnormal motor signs (e.g., walking on tiptoes)…self-injury (e.g., head banging, biting 
the wrist)…and disruptive/challenging behaviors” (APA, 2013, p. 55). These behaviors in 
classic autism include “hyperactivity, short attention span, impulsivity, aggressiveness, 
self-injurious behaviors, and, particularly in young children, temper 
tantrums…abnormalities of mood or affect (e.g. giggling for no apparent reason), an 
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apparent absence of emotional reaction” (APA, 2000, p. 72), pica, noncompliance, and 
property destruction (Singh et al., 2006). Seligman and Darling (2007) note that such 
characteristics can be associated with parental stress.  
 Fathers appear to be particularly affected by how their child’s future may be 
limited as a result these features. According to Seligman and Darling (2007), fathers of 
children with DD are less emotional than mothers and they treat the disability as an 
instrumental crisis and, therefore, long-term concerns affect fathers more. In a large 
British study, Towers and Swift (2006) found that one-half of fathers worry about their 
child’s future. Krajewski (2005) stated that fathers of children with autism are consumed 
by the fear of the child’s future and their own death with a greater intensity than fathers 
of typical children. Several studies concur that fathers of children with ASD have a real 
concern about what will happen to their children when something eventually happens to 
them (Davies, Mitchell & Martin, 2017; Frye, 2016; Gray, 2003; Potter, 2016). Unlike 
mothers, fathers stated that they hoped that the primary focus of their parent education 
could be on future goals, such as work, money and housing (Carpenter & Towers, 2008; 
Giallo et al., 2015). Seligman and Darling (2007) have suggested that distancing behavior 
by fathers may be associated by belief that their children with disabilities will not meet 
their high expectations.  
 Not surprisingly, the well-being of parents of children with autism appears to be 
affected by challenging child behaviors and emotions (i.e. mood and affect 
abnormalities). Studies have shown that behavior problems were related to stress 
(Ahmast & Dardas, 2015; Argumedes et al., 2018; Keller & Honig, 2004), depressive 
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symptoms, parenting efficacy (Kersh, Hedvat, Hauser-Cram, & Warfield, 2006), and 
marital adjustment (Baker et al., 2005; Langley, Totika, & Hastings, 2017) for both 
mothers and fathers. Interestingly, although relationship satisfaction was correlated to the 
behavioral problems of their children with ASD, Langley et al. (2017) found that it was 
not correlated to those of their neurotypical children. In an Australian study of 315 
fathers of children with ID, 44.8% of whom had ASD (Giallo et al., 2015), the daily 
impact of child behavior significantly predicted father depressive, anxiety and stress 
symptoms. Utilizing bi-weekly reporting of moods, Pottie, Cohen, and Ingram (2009) 
found that higher child disruptive behavior predicted higher daily negative mood in 
parents. Kersh et al. (2006) found that, fathers of children with DD, child problem 
behavior predicted parenting stress, efficacy, and depressive symptoms, yet behavior did 
not relate to satisfaction in marriage. For mothers, on the other hand, behavior was 
moderately correlated to marriage satisfaction. Davis and Carter’s (2008) study of parents 
of children with ASD found, through regression analysis, that externalizing behaviors in 
the child were the primary predictor of fathers’ stress; yet, daily childcare was the major 
predictor of mothers’ stress. Therefore, it may not be surprising that Keller and Honig’s 
(2004) study found that fathers’ establishment of a warm, close relationship with children 
with disabilities was more difficult when the fathers perceived their children’s emotional, 
physical and intellectual characteristics to be unappealing. Relatedly, the National Child 
Development Study (2001), a major British longitudinal study of the general population, 
suggests that fathers of young children are more likely to be involved if their children do 
not have emotional and behavioral problems. One interesting theory comes from Herring 
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et al. (2006), who found that adolescents with autism and preschool children with PDD 
had much higher rates of behavioral and emotional problems than their peers with 
intellectual disabilities. These authors then suggested that child behavior and parental 
stress mutually escalate and they may exacerbate one another. A recent study (Saxbe et 
al., 2017) highly supports this theory. Using observation and medical tests of parent-child 
dyads, the cortisol level of fathers significantly predicted cortisol levels of the child in 
father-child visits. However, when fathers used more sensitivity and greater reciprocity, 
cortisol was less coordinated with the child. Interestingly, mother’s cortisol did not 
significantly predict child cortisol. This physiological interplay proves a “stress 
contagion” of father-child cortisol linkage in stress. It would seem to validate the 
arguments made by those who advocate training in stress management as part of parent 
education (e.g. Baker, Blacher & Olsson, 2005; Dykens, Fisher, Taylor, Lambert & 
Miodrag, 2014; Singh et al., 2006).   
 Other studies suggest that fathers of children with ASD may be less affected by 
stress than mothers. Hastings (2003) and Herring et al. (2006) found that child behavior 
was not associated with fathers’ stress. In another study (Hastings et al., 2005), behavior 
and other child characteristics were not associated with paternal stress, yet behavior was 
related to maternal stress. Finally, in a longitudinal, four-year study of families of 
children with DD by Baker et al. (2005), child behavior had only a short-term effect on 
fathers’ well-being, and fathers’ well-being was not affected over time; however, 
longitudinally, the well-being of mothers was significantly affected. 
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 Pile up of other stresses. There are many other stresses not directly related to the 
child, including family stresses, which may make a father’s life difficult. Seligman and 
Darling (2007) compiled a list of stressors experienced by families of children with 
special needs and suggested that fathers of children with autism may experience all of 
these stressors. They include ambiguity of diagnosis, sense of loss, financial burden, 
time, time in crisis mode, lack of experience, guidance and of people who have 
experienced what you do, lack of control/helplessness, negative emotions, marital stress, 
role tensions, restriction on family activities, social-emotional, unpredictability of 
behavior, danger and physical health problems. Yet, the literature focuses on the 
following stressors: grief, fear, preexisting mental health problems, educational stress, 
partner stress, financial stress, time allocation, sleep, father self-care, stigma, and 
loneliness. Each of these will be discussed below. 
Grieving is a parallel process occurring alongside the other elements of family 
adaptation in which parents grieve the “loss of idealized goals and expectations for a 
‘normal child’” (Robinson et al., 2015). Grieving is a key process that lasts for anywhere 
from a few days to a reported average of two years and it may begin at the time a child’s 
disability is diagnosed or even suspected (Seligman & Darling, 2007). Although literature 
cites this unsettled time of “emotional changes” (Witcher, 1989, p. 31) for parents 
contending with child disability, there is controversy in how to precisely define what 
happens (James & Friedman, 2009). It also must be noted that the classic Kübler-Ross 
stage model of grief was focused on one’s death and dying and not grief as related to 
receipt of a child’s diagnosis of a disability. Therefore, the Kübler-Ross and Kessler 
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(2005) stages have been adapted by others to better relate to the grief process of families 
with disabilities. Literature also states that the grief process is complicated by the need to 
(a) take care of the child whose very existence is causing the grief (Olshansky, 1962), (b) 
contend with other individual members of families who are also going through the grief 
process, but at different times and rates (Anderegg, Vergason, & Smith, 1992), and to (c) 
advocate immediately for crucial educational services and contend with them (Davis, 
2001). Another complication comes if a parent suffers from a lack of support, rejection 
from others and isolation (Frye, 2016), which Bristor (1984) stated can cause a parent to 
block or interrupt the grieving process, leading to unresolved grief. Further complicating 
the situation, Kübler-Ross and Kessler (2005) have stated that people are not firmly in the 
present during the first three stages of Kübler-Ross’s classic model of grief. In the first 
stage of her construct, parents experience shock and denial, which serves to protect their 
psyche (Kübler-Ross & Kessler, 2005); however, relief may be felt if the diagnosis was 
suspected but delayed (Seligman & Darling, 2007). The next stages are bargaining, in 
which magical thinking predominates, and then anger, which can be turned inward or 
towards professionals (Seligman & Darling, 2007). Then, once reality of the diagnosis 
and its implications are understood, depression is experienced. This stage often involves 
the behavior of detachment and avoidance by fathers (Seligman & Darling, 2007) and 
may explain why a study by Keller and Honig (2004) found that this behavior is so 
common for fathers of children with autism. The final stage is considered acceptance.   
Yet, there are other accepted constructs related to grief and families of children 
with disabilities. In particular, the constructs by Anderegg, Vergason, and Smith (1992), 
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Power and Dell Orto (2003), Witcher (1989), and Seligman and Darling’s (2007) 
adaptation of Kübler-Ross were designed for this population. In addition, Westberg 
(1971), a medical center chaplain, offered a more detailed construct that also utilizes a 
spiritual element. Notably, all of these constructs have similarities to that of Kübler-Ross. 
 Although the stage theory is not universally accepted, there appear to be common 
grief responses that may be unproductive to a parent who needs to deal with a new, 
challenging reality. Of note, Frye (2016) found that fathers of children with autism 
experienced the reactions cited by Kubler-Ross, but that they were not experienced 
always in a linear manner. Similarly, James and Friedman (2009) stated that not every 
emotion is automatically expressed in the order of stages and some may never be 
expressed. Anger, for instance, only needs to be expressed if there is an unresolved anger 
issue associated with a loss. These authors have noted the common responses of all 
grievers to be reduced concentration, a sense of numbness, disrupted sleep patterns, 
changed eating habits, and a roller coaster of emotional energy. Yet, both these authors 
and Bristor (1984) note the importance of resolving the grief in order to parent 
confidently. For example, Naseef (2002), a psychologist and father of a son with autism, 
took a long time to realize that he had been experiencing the emotions of shock, fear, 
guilt, anger, shame, sadness and difficulty to calm. When he was struck with the 
realization that he was a “bereaved parent…My boy was still alive, but my dream had 
died” (p. 79), he was able to get the psychological help that he needed.  
Olshansky, in his classic article about parents of the “mentally defective child” 
(1962, p. 190) claimed that once one works through the grief process, most parents of 
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children with developmental disabilities (DD) continue to experience a chronic sorrow 
throughout their lives. He considered chronic sorrow to be a “natural and understandable 
response to a tragic fact” (p. 191). He stated that parents of children with DD forever 
contend with (a) permanent, day by day dependence of the child, (b) frustration from lack 
of progress or changelessness of the condition, (c) the unaesthetic or perceived 
unappealing qualities of the condition, and (d) the “deep symbolism of giving birth to a 
defective child” (p. 192). He explained that chronic sorrow does not preclude parents 
from experiencing joy from the child or being competent and caring. The sorrow is 
experienced intermittently and varies in intensity and by situation. Yet, life remains to be 
always tinged with a sadness that is sometimes hidden but always exists (Olshansky, 
1962). It must be noted that this article was written in the 1960’s, and that changes in 
societal attitudes may have changed what parents experience. However, several newer 
articles (Hodder, 2006; Lichtenstein, Laska, & Clair, 2002) have suggested that chronic 
sorrow does exist, yet the articles did not focus on autism, in particular. It would 
especially be interesting to delve into how chronic sorrow manifests itself in fathers; for 
example, is the symbolism of giving birth to such a child present if one did not actually 
carry the child? Naseef (2002) and Krajewski (2005) gave personal accounts of being 
fathers of children with autism. Naseef described chronic sorrow even after resolving his 
grief, yet Krajewski described something more like chronic anxiety. 
 Fear is another theme that permeates the literature as related to fathers of children 
with autism and other disabilities. It can start in the beginning stage of grief, for denial 
can stem from fear (Kübler-Ross & Kessler, 2005). Davis (2001), a father of a son with 
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autism, described the fear of not being an expert and needing to turn to others to fix the 
situation (a difficult position for a man, according to Davis). Naseef (1996) expressed 
fear that he “might have no control over [his] child’s condition” (p. 38). Dorris (1989) 
stated that, as a professor, not sounding credible to doctors was a great fear; and, in 
dealing with doctors and other experts, he bristled at their “patronizing 
oversimplifications” (p. 102). Several authors (Davis, 2001; Dorris, 1989; Krajewski, 
2005) have noted fathers’ fear of losing one’s patience or calmness with professionals 
and children. Krajewski (2005) expressed intense fears of death, job failures, for his son’s 
future, and that his vulnerable son would be abused physically, sexually, or 
psychologically. Several recent studies note fathers’ fear for their child’s future housing, 
safety, care and financial security, especially when they are not present (Davies et al., 
2017; Frye, 2016; Giallo et al., 2015; Potter, 2016b). In reality, fear of the future is 
understandable, since more than 80% of adults with autism, ages 19-30, remain living at 
home (Huppke, 2008). Other experiences that justifiably cause great fear for many fathers 
of children with autism include their children having seizures (Davis, 2001), a common 
associated feature of autism (APA, 2013), or when their children have dangerous or 
bolting behaviors (Seligman & Darling, 2007). Naseef (2002) commented that, “Any 
unsupervised moment could lead to disaster” (p. 82). Lastly, one should not minimize the 
fear and anxiety of coordinating an early intervention program for one’s young child and 
seeking to make sure that the child always receives the best, most appropriate education 
(Hillman, 2006). 
 Beyond the grief, sorrow and anxiety responses that relate to having such a child, 
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preexisting mental health problems are notably prevalent in parents of children with 
autism. Piven and Palmer (1999) found that the parents, aunts, uncles, and grandparents 
of children in multiple-incidence autism families had significantly higher rates of major 
depressive disorder, anxiety, and social phobia than in the control group of families with 
children with Down’s syndrome. The researchers suggested, however, that these 
conditions existed before the birth of the children, and that they were not associated with 
increased stress from the child. In Ghaziuddin’s (2005) study concerning family histories 
(parents, siblings, second- and third- degree relatives), depression was prevalent in 60.3% 
of families with children with AS and 51.2% of families with children with HFA. 
Schizophrenia was also prevalent in the families (15.5% and 10.2%, respectively). In the 
epidemiological study by Micali, Chakrabarti, and Fombonne (2004), depression and 
anxiety that predated the births of their children were significantly more prevalent in 
mothers of children with PDD than in controls. In Bolte, Knecht, and Poastka (2006), 
depression was 50% above normal range for autism multiplex families. Three recent 
studies looked at large national data bases and parental symptoms. Cohrs and Leslie 
(2017) found that 20.2% of families of children with ASD had at least one parent with 
depression, compared to 8.5% in families with typical children. In Langley et al. (2017), 
a significantly greater proportion of mothers than fathers were in the clinical range for 
depression In Giallo et al. (2015), Australian fathers of children with ID were 
significantly higher than the normative sample for depression (7.9%), stress (7.9%) but 
not for anxiety (6.0%). Seymour, Giallo and Ward (2017) found that fathers of children 
with ASD were significantly more likely to report symptoms of nervousness, 
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hopelessness or worthlessness in the clinical range and also to report poorer global health.   
Dr. Hans Asperger himself noted that almost all of the 200 clients that he saw had 
at least one parent with similar personality traits (Ghaziuddin, 2005). For example, 
obsessive-compulsive symptoms in parents were found by Abramson et al. (2005) to be 
associated with their autistic children’s repetitive behaviors and insistence on sameness 
scores. In Bolte, Knecht, and Poastka (2006), the personality type of “reserved/schizoid” 
(p. 243) exceeded normative data for autism and multiplex autism families. Donaldson, 
Stauder, and Donkers (2017) found that parents of children with ASD had more atypical 
in sensory processing the norm, with multiplex families having especially significant 
sensory sensitivity in auditory and visual measures. In examining Iowa State testing of 
parents of children with ASD when they were students themselves, Losh et al. (2017) 
found they there were significant language domain differences from controls that 
predicted social phenotypes in their children. Although not diagnosable as having ASD, 
many parents have been found to have social, communicative, and/or behavioral 
characteristics that categorize them as having the Broader Autistic Phenotype (BAP). 
Twenty-seven out of 48 parents in Piven and Palmer’s (1999) study had BAP, and 
Ghaziuddin (2005) found that there were significant histories of BAP in 29% of AS 
families and 20.5% of HFA families. In a meta-analysis of 41 studies that measured BAP 
in parents (Rubenstein and Chawla, 2018), from 2.6% to 80% fathers were found to have 
BAP, and BAP was from 3% to 52% more prevalent in fathers than in mothers. It is not 
surprising that fathers have a higher rate of BAP than mothers, since autism rates are four 
times greater in males than in females (NICHD, 2009). The implications of parents 
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having depression, schizophrenia, obsessive-compulsive symptoms or BAP are likely to 
be significant. One implication, as cited by Hart (2011), that fathers with diagnoses like 
dyslexia may not wish to show their disabilities and therefore not participate in 
educational meetings. However, more studies are needed to investigate how these 
conditions contribute to stress and parenting ability, especially in fathers.  
 Educational service issues are a source of stresses for parents of children with 
autism, starting from the time soon after diagnosis when important early decisions related 
to education and home therapy must be made (National Research Council, 2000; 
Seligman & Darling, 2007). Therefore, the National Research Council (NRC) 
emphasized the importance of close, early-intervention (EI) family support, codified in 
Part C of the IDEA. Such services are the responsibility of states before children are age 
three, although it is not mandatory to serve them. The NRC (2000) also stated, “The gap 
between the intent of the law and its implementation is often large” (p. 195). Thus, since 
the diagnosis is often delayed to well past a child’s second birthday (even though many 
parents can tell that something is developmentally amiss), it is not uncommon for those 
who do receive family-related EI services to get these much-needed services for only a 
few months before each child turns three (Dunlop & Fox, 1999). Wait times are described 
as being a frequent barrier to receiving ABA services and are a major factor in lowering a 
family’s quality of life (Jones, Bremer, & Lloyd, 2017). For dedicated, often desperate 
parents wishing for their children to improve in this key developmental period, they often 
feel great pressure to efficiently sift through overwhelmingly complex, often 
contradictory information in order to find research-based treatments that will be suited to 
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their children (Dunlop & Fox, 1999; Hillman, 2006). Parents will search to uncover a 
cure for their child. Naseef (2002) recalled compiling debts, because there was “no 
expense spared in the quest to find a cure” (p. 78). Once children turn three, educational 
services are provided by school districts and the state, and there is suddenly a new set of 
professionals to work with. Since school districts are required to ask them to participate, 
parents then find themselves as members of the team that delineates what educational 
services their children receive; this work has been adversarial for some parents (e.g. 
Biond, 2005; Davis, 2001).  
There are many parental stresses associated with EI and later services. 
Researchers and testimonials have pointed out that these stresses may include (a) having 
to learn intervention techniques and using them to teach one’s child, (b) supporting 
family mental health and positive family systems, (c) financial costs of paying for 
services not covered, such as consultants, and grieving the loss of financial security, (d) 
continued research and training, (e) establishing an appropriate treatment team, (f) 
dealing with treatment team turnover, absenteeism, and transitions that may disrupt the 
child, (g) boundary issues with professionals in the home, (h) comments from outsiders, 
such as neighbors, (i) working with school personnel on behavior issues, and (j) 
exhaustion, especially for the mother who sometimes spend the whole day shuttling the 
child to therapies, diagnoses, and other activities (Davis, 2001; Hillman, 2006). Another 
stress concerns how mothers, since they are home to learn from the professionals, find 
themselves in the position of teaching the father intervention techniques and “monitoring 
his successes and missteps” (Flippin & Crais, 2011, p. 36).  
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Everingham and Bowers (2006) noted that in early childcare, fathers need service 
providers to help them understand what the mother is going through, to better understand 
what is involved in care giving, and to improve shared parenting and communication. 
According to Paynter et al. (2018), fathers also need providers to ask about their own 
well-being, yet they only focus on mothers. Unfortunately, according to Hume, Bellini, 
and Pratt (2005), families do not receive the services that the National Research Council 
(2000) recommends for parent training to teach and manage behaviors (only 21% receive 
it), inclusion support (only 15.9%), or the 25 hours per week of professional services 
(only 34%). Prezant and Marshak (2006) found that their subject parents of children with 
DD were hesitant to express displeasure with service providers, because they feared 
negative reactions to their children. Particular actions that were seen as unhelpful by 
parents in this study were low expectations, noncompliance with accommodations, 
regulations or parental input, demeaning the child’s behavior, abusing power, physical 
abuse, and poor job performance. Pottie, Cohen and Ingram (2009) examined how 
support services affected stress and mood in participant parents, 36% of whom were 
fathers. Support services did not significantly moderate the interaction between parenting 
stress and mood, on a daily basis; greater amount of services on a day of greater stress 
still resulted in more negative mood.  
There is a gap in the literature concerning the particular reactions of fathers of 
children with autism to educational stress; testimonials, such as that of Davis (2001), give 
the most insight, but related literature is also useful. Broger and Zeni (2011) found that 
fathers of chronically ill children feel that they are not adequately represented when 
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discussing the care of their child. In a qualitative study of fathers of children with LD 
(some with ASD) from diagnosis to age 11 (Carpenter & Towers, 2008), fathers 
complained of being marginalized, being given less support than mothers, and that their 
needs were overlooked. In fact, 11 out of 21 fathers reported that they were never asked 
or offered support by their service organization. Meetings were often the only time for 
contact with professionals, yet only one-third of the fathers felt included in meetings and 
one-third report that they were not given enough information, since the meetings focused 
on their wives/partners. The fathers in this study ascertained that the professionals who 
worked with them had the attitude that it is unacceptable for men to provide a “high level 
of care” (p. 121) or involvement in their children’s lives. An analysis of educational 
psychologist services files in Great Britain (Hart, 2011), discovered that (a) mothers were 
named in 100% of all reports, yet fathers were only named in 68% of them, (b) there was 
evidence of discussion of findings with 98% of mothers but only 13% of fathers, and (c) 
in 39% of the files of co-habiting parents, discussion of the views of parents showed no 
evidence that the psychologist had spoken to the father. The authors stated, “It appears 
that when it comes to involving parents or eliciting their views, mothers are considered 
synonymous with parents” (p. 163). A qualitative study of couples with young, typically-
developing children (Everingham & Bowers, 2006) also cited that professionals working 
with them assume that mothers take all of the day-to-day care responsibilities. Therefore, 
it is not surprising that Potter (2017b) found that the top obstacle to father educational 
involvement was meetings happening during work time (47%), resulting in only 53% of 
fathers attending meetings several or many times per year. Hart’s (2011) interviews 
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found that although work commitments was the top reason for not attending meetings, the 
need to watch their children while their wives attended and not preferring to be in a 
female-dominated environment were also barriers. Panter-Brick et al. (2014) also found 
that timing and location of service delivery were deterrents to father involvement. 
Two foreign studies of people involved in child protection work give useful 
insight into professional support of fathers, in general. In Scourfield’s (2005) study, 
researchers followed a childcare team servicing ten families in a disadvantaged part of 
the U.K. for three months. The social workers had two discourses relating to the fathers 
concerned as being (a) threatening, coercive, violent or hostile, and (b) “no use” (p. 81), 
due to being absent, spending little time at home, or having limited skills for childcare or 
domestic work. Therefore, since fathers were seen as irrelevant, their focus was on the 
mothers and not on helping fathers become more relevant. A qualitative study of 
Norwegian fathers of children whose mothers had mental health or substance abuse 
problems (Storhaug & Øien, 2012) built on this study by Scourfield. These fathers 
commonly reported perceptions that Child Welfare Service workers attempted to keep 
them away, even when the mothers were reportedly abusing substances and did not “do 
or know anything” (p. 299) about their children. The fathers reported that their requests 
for help were not always understood, while needed flow of information about childcare 
went to the mothers. Fathers reported fighting hard to reverse the workers’ discourse 
about them as being a threat, due to the cultural assumptions that women are natural 
caregivers. Reportedly, reversal of the discourse only occurred when workers saw fathers 
“as better than the mother” (p. 300) or as the primary caregiver when the mother was 
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eventually identified as a “bad mother” (p. 300) or in the case of a mother’s death. It took 
a slow evolution for professionals to shift their initial evaluations of each of them as 
fathers (Storhaug & Øien, 2012).  
The mental health stresses experienced by mothers of children with autism, too, 
are reported as possibly having a profound effect on fathers. Mothers of children with 
ASD have been found to have significantly higher psychiatric distress, such as depression 
and anxiety, as fathers (Giallo et al., 2015; Langley et al., 2017; Paynter et al., 2018). 
Mother’s mental health and stress affects the mental health of fathers (Flippin & Crais, 
2011). Giallo et al. (2015) found that mother depressive symptoms were significantly 
associated with fathers’ anxiety symptoms. Pottie et al. (2009) found that daily parenting 
stress significantly predicted lower levels of positive mood and higher levels of negative 
mood; mothers’ levels of negative moods were higher than fathers’ levels. Hastings et al. 
(2005) found that stress in fathers of pre-school children with autism was predicted by the 
mother’s level of depression and not by child characteristics. In addition, fathers’ rating 
of their child’s behaviors was related to both mother and father stress levels. Conversely, 
Herring et al. (2006) found that partner mental health did not significantly contribute to 
stress levels of fathers of toddlers with PDD. General research regarding parents of 
children with all types of disabilities gives further insight. Trute, Worthington and 
Hiebert-Murphy (2008) found that lower mother parenting stress was associated with 
lower father stress. Seligman and Darling (2007) explained a common trend, noted in 
earlier research, in which mothers become emotionally overwhelmed from coping with 
childcare and unwittingly moved away from their husbands. Then, spousal affectionate 
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bonds tended to weaken, fathers received less attention from their wives, and they felt 
abandoned. In addition, Everingham and Bowers (2006) stated that frustrations from 
feeling pushed aside by their wives often lead to fathers withdrawing from the caregiving 
process. Hovey (2005) found that fathers of chronically ill children perceive that their 
wives are less concerned with their sexual relationship; this element affects fathers’ 
perception of the family and level of relaxation.  
Much of the stress experienced by fathers of children with autism relates to 
finances and time allocation (Seligman & Darling, 2007). Easter Seals (Barnfield, 2008) 
surveyed 1,652 parents of children with autism and found that only 39% reported that 
insurance regularly covered all the services that their child needed, and 32% reported that 
insurance rarely or never helped out, such as paying for only one half of a regular $4,800 
diagnostic test (Huppke, 2008). This survey also compared results with parents of 917 
typical children. Parents of children with autism revealed that the cost of raising their 
child a) drains their family’s financial resources currently (52% versus 13% of typical 
parents), b) will drain these future resources (50% versus 10% of typical parents), and c) 
will cause them to fall short in retirement savings (54% versus 13% of typical parents). 
Frye (2016) cited financial needs were paramount to fathers, since evaluations and 
sometimes treatment were often not covered and electronic communication devices were 
necessary to buy. Fathers feared losing one parent’s income. Davis (2001) and Hillman 
(2006) both detailed the extent of the extra financial resources needed for the child. Davis 
(2001) remarked that mothers become “the fighter and central figure in the family” (p. 
23), while fathers fight for their family by earning money. This dynamic mimics that of a 
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family with an infant, in which traditional gender roles are strengthened, due to the need 
for the mother to be home with the child and for the new father to work more hours in 
order to earn more money (Halford & Petch, 2010). It is not surprising that stress 
experienced by fathers of children with disabilities is inversely related to the fathers’ 
perceived financial adequacy (Seligman & Darling, 2007). Fathers in Carpenter and 
Towers’ (2008) qualitative study cited that having children with disabilities seriously 
impacted their “working lives in terms of the choices of work they made, the loss of 
opportunities and earnings, and the struggle to get the flexibility they needed to combine 
employment and providing care” (p. 120). Not surprisingly, higher levels of father stress 
has been predicted by greater overload at work (caused by the need to earn extra money 
for the family) and by situations in which the child constrained the father’s career 
advancement, such as the inability to move from an area with adequate services for the 
child (Warfield, 2005). Therefore, there is a major tension in which many fathers are 
conflicted between a desire to be more involved with their child and the reality of the 
need to work (Hart, 2011; Hovey, 2005); there is a struggle to gain involvement without a 
loss of income (Carpenter & Towers, 2008).  
“Time pressure is frequently cited by fathers as a barrier to involvement” 
(Fletcher, Vimpani, Russell, & Keatings, 2008, p. 440). Fathers have little time to attend 
their child’s external services and even school events, due to work (Paynter et al., 2018). 
They do not have enough time for themselves and family and to get everything done 
(Giallo et al., 2015), such as meeting the needs of their child with ASD without 
sacrificing time with their typical children and focus on career (Robinson et al., 2015). In 
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a study of parents of children with disabilities (one-third of which had DD), Warfield 
(2005) found that the experience of stress by fathers was quite different from that of 
mothers. For fathers, stress was moderated by greater financial resources and by higher 
job interest. The greatest father stress actually was in finding reliable childcare. The 
author contended that this stress relates to time pressure, since lacking this important 
service would increase the time spent with child, increase the stress of child involvement, 
and this stress would pile on top of their current job stress. Several studies (Everingham 
& Bowers, 2006; Hovey, 2005; Settersten & Cancel-Tirado, 2010) found how fathers are 
conflicted by needing to work hard to be a traditional good provider and also needing to 
be a modern father who participates more fully in day-to-day care to take some burden 
off of the mother. Other researchers state that employers rarely offer fathers the 
scheduling flexibility to balance work and family, including the need to run out for 
educational meetings and emergencies. Only those who can manage their own time, such 
as upper management or professionals, have this flexibility (Carpenter & Towers, 2008; 
Settersten & Cancel-Tirado, 2010). Being a good father in a modern family is “becoming 
a new privilege” (Settersten & Cancel-Tirado, 2010, p. 83). Yet, it should be noted that 
some fathers are very involved but regularly tired. Davis (2001) and Naseef (2002) both 
detailed how he they spent nearly every non-working hour helping their children with 
autism and family, leading to exhaustion. A recent study (Luijkx & Vlaskamp, 2017) on 
parents of children with PIMD (profound intellectual and multiple disabilities) found that 
fathers spent a significantly higher amount of their time in the care and supervision of 
their children than fathers of typical children, with significantly less free time (1.7 hours 
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daily). Fathers needed to cut time off all types of leisure activity, including sleep. It 
should be noted that studies have shown that mothers generally average significantly 
more childcare work than fathers throughout the world—even when mothers had a 
similar amount of paid work (Craig & Mullan, 2010); society’s perception is that it is a 
mother’s duty with fathers helping mothers out when asked (Ahn, Haines & Mason, 
2017; Lockman, 2019). So, it is possible that fathers of children with disabilities may be 
far more involved than fathers of typically-developing children.     
Some research is focused on the sleep patterns of parents of children with autism. 
Lopez-Wagner, Hoffman, Sweeney, Hodge, and Gilliam (2008) found that parents of 
children with autism had more sleep problems than the group of parents with typically 
developing children. These authors found that the sleep problems of the child with autism 
related to the parents’ report of their own sleep problems, behavior problems of the child, 
and to parent stress. Also, the degree of severity of child sleep problems was positively 
associated with parent sleep problems. Meltzer (2008) found that parents of children with 
ASD had poorer sleep quality, earlier wake time and shorter sleep duration than parents 
of typically developing children. This study also compared fathers and mothers. Meltzer 
found that, in general, fathers had an earlier wake time, shorter time in bed, shorter actual 
sleep time, lower sleep efficacy (ratio of time actually asleep to time in bed), and shorter 
longest sleep period than mothers did. Yet, it was not clear whether fathers were waking 
for reasons other than childcare. Also, there were no father group comparisons, due to 
low participant numbers, but it was clear that fathers of children with ASD had much 
worse sleep quality and sleep disturbances than fathers of typically developing children. 
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Giallo et al. (2015) noted that lack of sleep, related to time concerns and worry about the 
future, was significantly associated with depression, stress and anxiety in fathers of 
children with ID. Conversely, Davis and Carter’s (2008) study of stress in parents of 
young children with ASD (m = 3.5 years old) suggests that the sleep problems cause 
stress in mothers but not in fathers.  
Even though the typical father of a child with autism may perform less childcare 
than his wife, the literature shows a picture of men who sacrifice their own self-care in 
order to focus on the well-being of their children. Davis (2001) noted experiencing 
constant fatigue; he was generally too tired to be physically intimate, and intimacy in his 
marriage suffered. Krajewski (2005) claimed that anxiety and depression took a toll on 
his mind and body. He has often ignored his multiple physical problems, since they were 
secondary to his son’s needs. He states that he is vulnerable to the stress that his son 
causes, and he “always carries him in his heart” (p. 334). Like Krajewski, Ward (2004), a 
single father providing care for his child with autism, wrote how the male success 
orientation affected him as he failed to “impose his will on autism” (p. 104). He says that 
he is “demanding, impatient, exacting, picky, self-centered, silent…[and he] enjoys the 
pain of martyrdom” (p. 104). Two large Australian studies of fathers with children with 
ASD confirm these testimonials. Seymour et al. (2017) found that “fathers with added 
pressure and demands may tend to prioritize others’ needs before their own and relegate 
personal self-care last” (p. 15). Fathers in Paynter et al. (2018) reported that they did not 
have enough “me time” (p. 117) to look after themselves, mentally and physically.  
Another stress has to do with how others perceive and react to a family with a 
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child with disability and how others’ behavior affects the social life of the family. Stigma 
happens when members of society treat a person with a disability as morally inferior and 
less than human (Goffman, 1963). Dudley (1997) suggests that Western societies foster 
stigma more than other societies, due to how the values of intelligence, attractiveness and 
self-sufficiency are “instinctively treasured” (p. 13) while people with intellectual 
disability are “often lacking in all three of them” (p. 13). In his classic treatise, Goffman 
stated that courtesy stigma is also spread to family members of the disabled. 
Relationships are commonly avoided or terminated; typical people feel uncomfortable 
with parents that they see as “too burdened, troubled, or too moral.” Mortality salience 
may also explain why parents’ peers may become distant. Wisman and Goldenberg 
(2005) stated that people of child-bearing age have a greater desire to “live up to 
meaning-conferring cultural standards…[and to] feel as if they are part of something 
significant and lasting” (p. 47), in order to achieve some type of symbolic immortality. 
This desire leads to “increased identification with a successful in-group and decreased 
identification with an unsuccessful in-group” (p. 47).   
Families cope with stigmatization in different ways. Some attempt to avoid it by 
trying to conceal or cover up the disability, to lessen contact, or to use humor (Goffman, 
1963; Gray, 2002). Surprisingly, stigma may be less pronounced for families whose 
children are more obviously disabled, since most outsiders understand that their children 
act differently due to a disability, instead of being due to poor parenting. For children 
with HFA or AS who attend general education classes, social rejection creates isolation 
and bullying; parents must then serve as mediators with the school (Gray, 2002). The 
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effect of stigma is so great that Gray (2002) found that 75% of mothers of children with 
AS say that they regularly experience felt (imagined) stigma in public; however, only 
50% had ever experienced unambiguous enacted stigma, such as hostile staring, rude 
comments, or social avoidance. Whether experienced or perceived, mothers of children 
with DD reported that stigma made them stressed, sad, angry, upset and feel like a “failed 
parent” (Eaton, Ohan, Stritzke, & Corrigan, 2016, p. 3114). According to Gray (2002), 
fathers are not as likely to experience felt stigma, and only a minority of fathers have 
experienced enacted stigma. Yet, in Paynter et al. (2018), fathers isolated themselves 
when they felt that others judged them, such as, “He looks fine to me” (p. 118). Hoy 
(2012) stated that stigma, in the form of negative judgments by other men, was a major 
barrier to fathers seeking help. Krajewski (2005) states that, as a father of a son with 
autism, one must prepare oneself for others to avoid you.   
 The effects of stigma on family members can lead to families deciding to isolate 
themselves and, in turn, the resulting effects of isolation, including loneliness. According 
to Morgan (1988), it is common for families with a child with autism to isolate 
themselves from friends, relatives, and the community to become a closed system. For 
example, DeGrace (2004) found that her subject families in her study isolated themselves 
after feeling rejected by others, and their identity revolved around the routine daily needs 
of their child with autism. Shared family occupations and the joy of feeling like a family 
was rare. Stigma had affected families so much that family photos were rarely displayed 
in the home; the few photos that were displayed showed their children at a young age 
when they still looked like typical children. A qualitative study of eleven mothers and 
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one father (Eaton et al., 2016) found outcomes of stigma included social avoidance, self-
doubt in one’s ability to parent, internalizing external stigma, self-blame, self-shame and 
decreased self-esteem. In addition, Morgan (1988) noted patterns in which a mother and 
child with autism may isolate from the father; or a father, mother and child with autism 
may isolate from the typical child. Not only is this a phenomenon that exacerbates 
loneliness, it also relates to the dysfunctional patterns of families notably described by 
Minuchin (1974), including enmeshment. One surprising hypothesis presented by Altiere 
and Klege (2003) is that enmeshment may actually be normal and adaptive in families of 
children with autism. 
The feelings of isolation and loneliness may be worse for fathers than for mothers, 
due to the lack of strong friendship networks that women have (Crowley, 2006) and 
society’s neglect of fathers (Krajewski, 2005). These feelings may be particularly 
difficult for single fathers, since Greef, Vansteenwagen and Ide (2006) warned that single 
parents are in special danger of isolating their families. Unfortunately, there is a large 
research gap concerning single fathers. In Featherstone’s (1980) classic work, she stated, 
“A special loneliness is the most pervasive theme in the stories told by parents with 
disabled children” (p. 50). Outsiders are cut off by fear, and the parents withdraw from 
contact in order to avoid situations that may increase their pain. Featherstone (1980) 
stated, “It takes social skills to ease other people’s embarrassment” (p. 52). Paynter et al. 
(2018) found that their child’s challenging behavior often isolates fathers from others. 
Eaton et al., (2016) found that social avoidance was a result of stigma that mothers 
experienced. It is no wonder why social support, along with one’s personal 
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characteristics, was found by Boyd (2002) to be the most important shield from stress for 
mothers of children with autism. More research is needed on this aspect of father 
experiences, although Hoy (2012) discovered that loneliness and isolation were the most 
common symptoms reported in her study of fathers. Testimonials (e.g. Krajewski, 2005; 
Naseef, 2002) also suggest that loneliness is indeed common and debilitating for fathers 
and impart useful information on experiences of particular fathers.     
Family resources. Outside social support is vital, but the support received within 
the family and the psychological resources found within individual parents are of utmost 
importance. Certainly, the usefulness of substantial financial resources, usually provided 
by the father, should not be minimized (Davis, 2001; Frye, 2016; Hillman, 2006). Yet, 
the aggregated lack of all resources can affect health and well-being, which, in turn, 
makes it less likely for parents to follow prescribed interventions; parental time becomes 
devoted to unmet family needs instead of treatment (Dunst, Trivette, & Deal, 1988). 
Therefore, the focus on family resources centers on support from spouses and the 
psychological resources within the parents.  
 Spousal support. Research suggests that parents of children with special needs 
have lower quality marriages than in the general population (Kersh et al., 2006; Paynter 
et al., 2018). Yet, according to Seligman and Darling (2007), the challenges faced by 
such marriages simply amplify what happens in a more typical marriage; therefore, such 
challenges can prove to either have detrimental, mixed, or beneficial effects. Davys et al. 
(2017) state that the effect of ID on marriage is disputed, although they suggest that there 
is less satisfaction. Paynter et al. (2018) found that fathers of children with ASD rated 
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their marital satisfaction in the non-clinical range, mostly due to the lack of time to focus 
on their relationships. Keller and Honig (2004) stated that family harmony can be 
achieved through cohesive marital and child relations, with the use of respite and marital 
counseling much needed. It appears that marital quality is especially important for fathers 
of children with DD. Kersh et al. (2006) found that fathers who reported higher marital 
quality reported fewer depressive symptoms and lower parenting stress. Yet, parenting 
efficacy was not associated with marital quality. General family research indicates that 
(a) the father’s relationship with the mother is the most salient predictor of the child 
coping with academic, social and emotional challenges (Cowan, Cowan & Knox, 2010), 
(b) high relationship satisfaction relates to more successful parenting (Helford & Petch, 
2010), (c) domestic tension makes early father involvement less likely (National Child 
Development Study, 2001), and (d) that father involvement in a two-parent family 
indicates a harmonious relationship, which appears to be the key indicator of higher 
development of literacy (Clark, 2009).  
 A quantitative study of 243 married Polish fathers of children with disabilities 
(Bragiel & Kaniok, 2014) used several involvement scales and multiple regression 
analyses to find factors that were associated with father involvement. Level of 
cooperation with wife was the key factor that was significantly associated with interest in 
one’s child’s life, care, education, and rehabilitation. Yet, the one element that level of 
cooperation with wife did not correlate with was active help in achieving independence. 
Here, only father’s knowledge about the child and concentration on needs of child were 
correlated; this finding may connect to father’s focus on children achieving 
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independence. Other interesting findings were that (a) the more educated the father was 
and the more profound the child’s disability, the greater the father’s involvement, and (b) 
the more fathers evaluated themselves better than they are perceived by others, the lesser 
the involvement is. Although only 6.17% of the fathers had children with autism, the 
major implication of this study is that cooperation with wives should be more consistent 
to ensure greater paternal involvement in more components of the child’s life. The 
importance of cooperation with one’s wife is illustrated by Garcia-Lopez, Sarria, Pozo 
and Recio (2016). They found that positive dyadic coping, which concerns couples giving 
one another empathy, advice, problem-solving and relaxing with one another, is 
associated with relationship satisfaction and psychiatric well-being in couples parenting 
children with ASD.    
 Yet, relationships between members of a parental couple apparently change. A 
qualitative study by Hock, Timm and Ramisch (2012) is important for its finding that 
there are three distinct “phases of relationship processes” (p. 409) that parents of children 
with ASD go through.  The first process is the “ASD crucible” (p. 409), in the early 
period in which parents experience great new demands to make parenting decisions and 
to coordinate the household to accommodate the child, for child caring tasks, and when 
energy is low. In this time, there are little community interactions and little time for 
family and friends, rigid roles for each parent, strong emotions, and little energy to 
support one another. “Tag team” (p. 411) is a time in which parents coordinate one 
another’s efforts, roles and one’s functions, creating unity, but taking turns becomes the 
focus of their relationships. At this stage, parents have difficulty maintaining connections 
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and intimacy, and criticism and blame is common, due to struggle with emotions. Finally, 
“Deeper intimacy and commitment” (p. 411) emerges, due to unhappiness with their lack 
of intimacy. Communication improves to understand one another in times of stress and to 
provide greater emotional support, and the couple works harder to find time alone, with 
respite provided by family, friends, churches, but not formal respite. If parental couples 
reach this phase, parenting a child with ASD actually strengthens a marriage.   
It is important to note that mothers and fathers have different support needs from 
one another. Boyd (2002) stated that mothers of children with autism need husbands for 
childcare, help with discipline, and yearn for spontaneous help with chores. Gray (2003) 
adds that spousal support is the most important element for helping mothers to cope. Yet, 
although mothers do not totally rely on their husbands (they receive much support from 
family and friends), men tend to only seek support from their wives (Trute et al., 2008) 
and half of fathers in a study by Paynter et al. (2018) reported that their spouse was their 
main or sole source of support. In a study of typical married people (Burdit & Antonucci, 
2007), the well-being of participants without best friends was most affected by spousal 
relations; not surprisingly, those without best friends were more likely to be men and to 
be older. In fact, intimate relations become more important with age, due to the need for 
“emotional homeostasis” (Carstensen, 1995). Unfortunately, the wives of socially needy 
fathers of children with special needs are not always available. Even in the case of a 
typical family, Bowlby (2005), the creator of attachment theory, noted that the father 
often “resents the baby’s monopoly of his wife” (p. 27). He equated this jealousy with the 
jealousy experienced by a child when a younger sibling is born. In families of children 
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with special needs, Seligman and Darling (2007) wrote about the common occurrence of 
the “firmly attached mother [who] can inadvertently exclude the father’s participation via 
her gate-keeping role” (p. 231). In fact, the concept of maternal gatekeeping is known in 
general parenting literature. Mothers believe that fathers are not capable parents (Pelchat, 
Lefebre & Perreault, 2003), they feel that family work is their own domain and wrapped 
in their maternal identity, and they, therefore, are reluctant to give up their childcare 
responsibilities; this behavior is a cause for reduced father involvement (Allen & 
Hawkins, 1999). In fact, Allen and Hawkins found that 21% of mothers are gatekeepers, 
37% are collaborators, and the rest are a combination of the two. Seligman and Darling 
(2007) stated that many fathers desire more involvement. For fathers, support from their 
wives is the best predictor of depression, marital quality, and quality of parenting 
(Bristol, Gallagher, & Schopler, 1988). Yet, there appears to be a gap in the literature 
about fathers’ particular needs of support from their wives.  
Much literature gives a dim view of fathers as a source of support for their wives. 
Gray’s (2003) study found that fathers of children with AS and HFA see themselves as 
reserve sources of support; their daily involvement was limited to small tasks, like getting 
children ready for bed. Pelchat et al. (2003) found that it largely falls on mothers to 
distribute household duties. Mothers are shown in literature as taking on childcare 
demands (Keller & Honig, 2004; Konstantareas & Homatidis, 1992), dealing with 
medical and educational needs and providing therapy (Gray, 2003), interacting more with 
the child (Konstantareas & Homatidis, 1992), and as having higher parenting efficacy 
than fathers, mostly due to having received early intervention support and having more 
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opportunities to practice (Kersh et al., 2006). On the other hand, fathers often use work in 
order to get away from their children (Gray, 2003). Their distancing behavior often forces 
mothers to cope alone (Seligman & Darling, 2007). Some older studies (Bristol et al., 
1988; Konstantareas & Homstidis, 1992) even suggested that the time in which fathers 
are involved with their children is inversely correlated to the degree of disability and 
behavioral issues that their children possess. Seligman and Darling (2007) warned, 
“Rigid masculine scripts can compromise men’s health and can interfere with positive 
relations with the family” (p. 222) and interfere with the grief process. The scripts that 
these authors saw as particularly problematic are being (a) strong and silent, (b) a fearless 
tough-guy, (c) aggressive or violent, or (d) sexualized or a womanizer.  
Everingham and Bowers (2006) cited two new fatherhood discourses; one 
reclaims the centrality of the father’s role in the traditional sense, and the other one asks 
fathers to participate more fully in day-to-day care of children. Roy and Dyson (2010) 
noted that this idea of nurturant childcare is mostly middle-class, heterosexual and 
European-American. On the other end, the street masculinities of “oppressed” (p. 145) 
African-American men emphasize isolation, “autonomy and mastery of their 
environments…[but also] responsibility as a man” (p. 145) to financially support their 
children, which helps explain why protection was considered to be a key element when 
they father a child with autism (Hannon et al., 2017; Burkett et al., 2017). Fathers in 
Everingham and Bowers’s study (2006) commonly spoke of “being there,” but this adage 
reflected the sense of not being emotionally distant, of doing their bit and helping out, but 
not being there all the time or being primarily responsible for care. In a classic study, 
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Konstantareas and Homatidis (1992) found that fathers of children with autism usually 
spent less time with their child than the mother even when both parents were equally 
available on the weekend. Yet fathers did spend comparable time playing, teaching, and 
educating the child. In another example of unequal expectations, Robinson et al. (2015) 
interviewed couples of children with AS about what they believed good father support 
should consist of. They wanted fathers to assertively advocate in meetings with 
professionals, to discuss decisions about services and supports with the mother, and to 
notice when the mother needs a break and then stepping in. However, general literature 
on fathers is equally dim. Men are far less likely to offer assistance and require reminders 
from their spouses (Ahn et al., 2017), since they believe that it is her job and their role is 
only to help her (Lockman, 2019). Generally, father contribution in housework does not 
increase from what it was before fatherhood, and fathers do much less childcare, even if 
mothers work similar hours (Craig & Mullan, 2010). 
On the other hand, some literature shows a more positive viewpoint on father 
roles as a source of support, which may suggest that fathers of children with disabilities 
are more involved than fathers, in general. Seligman and Darling (2007) admitted that, 
since roles are more flexible now, fathers can be more expressive and cooperative. These 
authors stated that more involved fathers tend to increase integration of the family and are 
more satisfied with their family life. In Carpenter and Towers’ (2008) study, almost all of 
the fathers of children with disability reported doing “whatever needed doing when they 
get home from work” (p. 120), and two-thirds of them reported involvement in their 
child’s learning and development at home and in advocacy with the school. Recent 
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studies found that fathers are frequently involved in transporting their children to 
appointments and activities (Frye, 2016; Potter, 2017b), regular childrearing and daily 
routines (Paynter et al., 2018; Potter, 2017b), and reinforcing lessons or interventions 
learned in treatment (Flippin & Crais, 2011; Frye, 2016). For example, Davis (2001) 
remarked that he and his wife evolved together as a “working unit” (p. 24) in which 
“everybody chips in” (p. 25). He sacrificed sleep by being actively involved in childcare 
and educational issues after working late hours in a bar to support his family, financially. 
Some studies noted fathers who became the main carers of their children (Davys et al., 
2017; Paynter et al., 2018). Fathers also significantly contribute in different ways than 
mothers. In fact, Bristol, Gallagher and Schopler (1988) found that fathers did not differ 
from mothers in assistance to their child’s non-disabled siblings. Fathers of children with 
ASD regularly are the major source of activity and spend comparable time to mothers in 
teaching/educating and in play (Gray, 2003). Fathers regularly use symbolic play, a key 
element in language outcomes, with their children with ID (Davys et al., 2017) and 
autism, making them “uniquely situation to support play development” (Flippin and 
Crais, 2011, p. 35). This finding is not surprising, for fathers of typical children regularly 
engage in physical play that is different from that with mothers and truly important in 
child development (Berger, 2006; Clark, 2009). Due to their time limitations, fathers can 
be valuable, although often less directly involved members of their child’s team. For 
example, fathers appear to have the ability and inclination to lead and share the 
knowledge that they learn with other caretakers, although mothers are less likely to do so 
(Elder et al., 2005). Similarly, Fletcher, Vimpani, Russell, and Keatings (2008) found that 
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fathers discussed the information that they learned with their wives or partners while 
taking an Internet-based parenting education course, thus sharing valuable knowledge. 
Psychological sources of support. In their study of resiliency in 30 families of 
children with psychological disorders (one of whom had a child with autism), Greeff et 
al. (2006) found that having a positive attitude was an important element in insuring 
commitment, cohesion and successful adaptation of the family. Educational level of 
parents also appears to relate to formation of a positive attitude and better adaptation 
(Greeff et al., 2006; Greenberg, Seltzer, Krauss, Chou, & Hong, 2004). The three 
psychological qualities most lauded in literature appear to be hardiness, sense of 
coherence, and optimism.  
Hardiness and sense of coherence (SOC) are related. Hardiness is considered to 
be an innate trait that buffers parents from the stress involved with raising a child with 
autism and allows them to remain healthy, physiologically and emotionally (Boyd, 2002). 
Hardiness includes the use and perceived efficacy of coping methods, and defining the 
situation as a joyful challenge (Harris, Gill, & Alessandri, 1991). Yet the more 
contemporary concept, SOC, is considered to be a belief system in which a parent sees 
their situation as: (a) comprehensible, in which their internal and external world is 
structured, predictable, and explicable, (b) manageable, in which coping strategies and 
resources are available, and (c) meaningful, so that challenges are seen as worthy of 
investment (Mak, Ho, & Law, 2007; Oelofsen & Richardson, 2006). A high level of SOC 
was found to instill mothers of children with autism with more confidence, greater 
acceptance, and lower stress, in a study by Mak et al. (2007). In addition, these 
   
46 
researchers found that low SOC levels predicted higher stress, and high SOC levels 
correlated to mother’s stress levels being unaffected by their children’s behavioral 
severity. A study by Oelofsen and Richardson (2006) found that fathers of children with 
DD (half of whom had autism) had significantly weaker SOC and also significantly 
poorer health than their control fathers. Yet, these researchers found that, within families, 
mothers had weaker SOC and poorer health than their husbands. Therefore, fathers may 
become the SOC leader of a family, although by default.       
Dispositional optimism is the general inclination towards expecting positive 
events to happen in life. High levels of optimism have been correlated to high levels of 
education in mothers of children with autism (Greenberg et al., 2004). In a study by 
Baker et al. (2005), optimism was lower in mothers of children with DD than in the 
control group, but the optimism scores of fathers were similar to the controls. Parents 
with greater optimism were more likely to pursue their family’s goals. For both mothers 
and fathers, this study found that optimism relates more strongly than child behavior to 
marital adjustment and, inversely, to depression. Baker et al. (2005) found that optimism 
acts as a buffer for parents whose children’s behaviors are in the clinical range, yet 
parents with high pessimism scores had the lowest adjustment scores. Concerning 
mothers of children with autism, Greenberg et al. (2004) suggested that optimism 
partially mediates the quality of relationship with their children, improves health, and is 
responsible for developing an inner strength and acceptance. Kücüker (2006) found that 
mothers of children with DD who had greater optimism were buffered from stress, 
depression and had better marital adjustment. Yet, pessimism was significantly lower in 
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fathers than it was in mothers. Baker et al. (2005) suggested that optimism only buffers 
fathers from stress. These authors suggested that the psychological resources of fathers 
are needed to help raise the waning resources of mothers and the rest of the family.     
It must be noted that fathers are very influential in child development, and 
“growing evidence…suggests that fathers play a unique and important role in the health 
of their offspring” (Mallers et al., 2010, p. 1657). Although present studies related to this 
topic concern the general population, the particular relevance to those with ASD is 
obvious. A large study of men, incorporating retrospective reports, (Mallers et al., 2010) 
found that men who had high quality relationships with their fathers during childhood 
had significantly less reactivity to daily stressors, while those who had low quality 
relationships with their fathers had significantly more stressor reactivity. When 
relationships with mothers were considered, relationship quality did not have a significant 
interaction with stress. The authors of this study call this effect of high father-child 
relationship quality a “buffering effect” (p. 1657), which holds for all age groups. Cowan 
et al.’s (2010) study of families in distress noted the importance of father-child relations 
and father-mother relations in predicting child coping with academic, social and 
emotional challenges. The National Child Development Study (NCDS, 2001) in Great 
Britain tracked 17,000 children to explore parental involvement and its effects. In this 
study, being involved meant reading to the child, taking on outings, being interested in its 
education and having a role in managing the child’s behavior. Data suggested that early 
father involvement was associated with continued involvement and good parent-child 
relations through childhood and adolescence. Father involvement was also associated 
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with greater academic motivation, the absence of emotional and behavioral difficulties in 
adolescence, and eventually satisfactory adult marital relations. Clark (2009) used data 
from the same study to discover that, up to age 42, children whose fathers spent 
considerable time through reading to and having outings with their children had higher 
I.Q.’s and were more socially mobile than those who had little father attention. She also 
found that the time a father spent reading with a child predicted outcomes of emerging 
literacy most consistently. Other benefits of father involvement which may be of 
particularly interest to ASD include: fewer behavior problems, greater stress resilience, 
better social competence and peer relations, and less emotional distress, impulsivity, 
aggression and fewer phobias.  
Many of these studies of typical families suggest why father involvement is so 
important to a child’s development. Clark (2009) suggested that fathers, in comparison to 
mothers, use more challenging vocabulary, more abstract words, are less emotional 
(which aids emotional understanding), and they use more causal explanatory language 
(which the author claims predicts theory of mind, a common deficiency in those with 
autism). Millings (2010) stated that although the mother is the “more influential parent 
mainly due to biological and evolutionary factors” (p. 35), the father is a child’s link to 
the external world, and he plays a major role in the acquisition of a child’s sense of self, 
external to its parents. Mallers et al. (2010) suggested that the unique way in which 
fathers play with their children is important. They state that fathers’ physical, stimulating, 
and challenging interactions help develop emotional regulation, problem-solving, risk-
taking and adapting to stressful situations, thus advancing Erikson’s concept of “industry 
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and competence” (p. 1652). Yet, these authors note that fathers push their daughters far 
less than sons; this greater sensitivity to their daughters does not model emotional 
regulation.  
Research is beginning to examine how this information pertains to fathers of 
children with autism. Fathers were found to support emotional regulation ability (Ting & 
Weiss, 2017). Mazzone and Nader-Grosbois (2017) found that better ASD child self-
regulation was fostered by fathers encouraging less expression of emotions than mothers 
did, who tend to focus on comforting them. This study found that fathers were more 
supportive by teaching children to problem-solve when encountering negative emotions, 
thus socializing their Theory of Mind abilities. According to Flippin and Crais (2011), 
there is a dearth of evidence from studies on whether home language use by fathers, 
which tends to be more varied, abstract and at a higher level (p. 26), has the same 
importance for children with ASD as it does for typically developing children. Yet, these 
authors did find evidence when fathers help practice interventions, the stress of mothers 
is reduced, which leads to better intervention outcomes, developmental gains, reduced 
family stress, greater family cohesion and ability to share joys and responsibilities. More 
research is needed to determine how developmentally useful such father time is for this 
population, and how many fathers yearn to have positive influence in the development of 
their children with autism and to have the support to make it happen.  
Social support. The first major theme of social support is that satisfaction or 
perceived usefulness and availability of support is more critical for parents than the actual 
services rendered or the actual number of sources (Boyd, 2002; Orsmond, 2005; White & 
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Hastings, 2004). Naseef (2002) experienced that, without the right support, a sense of 
comfort was lacking, “Professionals, relatives and friends rarely seemed to know what to 
say or how to say it” (p. 78). Most importantly, a good informal support network is more 
crucial than formal support. Dunst, Trivette and Deal (1988) classic theory was that 
social support directly affects parental well-being and health, then indirectly affects 
family functioning, then parent-child interaction and eventually child behavior and 
development. 
 Informal support. There appears to be a need for parents to go beyond formal 
sources of support (such as counselors and EI professionals) and recognize and mobilize 
informal sources of relatives, friends, neighbors, and social clubs to help them cope with 
their many challenges (Dunst et al., 1988). Antonucci and Akiyama’s (1987) classic 
study of typical adults considered such support to be a “protective layer of family and 
friends who surround the individual and help in the successful negotiation of life’s 
challenges” (p. 519). In their concept of the convoy model, they detailed three layers, or 
circles, of support. The inner circle includes the closest people with whom one could not 
imagine being without. The second circle consists of people with a degree of closeness 
that is more than simple fulfillment of role requirements. Finally, people in the third 
circle are close only “in a very role-prescribed manner” (p. 519), such as professionals 
that provide formal support.   
 Research on parents of children with ASD and related conditions support these 
classic studies. Boyd (2002) found that while support services may not be obtainable or 
useful for everyone, larger informal support networks alone correlated to lower stress 
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levels in mothers of children with ASD. White and Hastings (2004) found that the 
helpfulness of informal support sources was negatively correlated with anxiety, 
depression and stress in parents of adolescents with severe intellectual disabilities. 
Pakenham, Sofronoff, and Samios (2004) discovered a correlation with informal support 
and how a family with AS understands their child’s disability (to be explained further in 
section cC). The size of study families’ social networks positively correlated to the level 
in which the families had found benefits in their situation, and higher social network 
satisfaction related to families making sense of their situation. Yet, Altiere and Klege 
(2003) found that when an enmeshed family of a child with autism is in crisis, this family 
is actually more likely to reverse course and utilize social support than families 
categorized as connected, separated or disengaged. This is a surprising finding, 
considering how negatively Minuchin (1974) perceived enmeshed families, in his classic 
work of typical families.  
There is also interesting research on the negative effects of the lack of informal 
support. White and Hastings (2004) concluded, “Parents may become vulnerable if their 
informal support sources are threatened” (p. 188). Single parents are especially 
vulnerable if informal support networks are not found. According to a study regarding a 
related population, “Parents that have to shoulder the responsibility of a mentally ill 
family member on their own have a greater likelihood of feeling depressed and helpless 
and to suffer burn-out, and this is particularly so for single parents” (Greef et al., 2006). 
Other interesting findings are contained in Pottie et al.’s (2009) study of the interaction of 
support with daily mood. Greater daily unsupportive interactions were associated with 
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lower levels of positive mood and higher daily negative mood. Instrumental support, 
“practical behaviors to assist another” (p. 420) significantly predicted higher levels of 
positive mood, but, surprisingly, more instrumental support was not associated with less 
negative mood. Yet, days with higher levels of emotional support were associated with 
less negative mood. The authors stated, “The lack of association between daily 
instrumental support and negative mood may reflect the fact that simply providing help is 
insufficient” (p. 425). Also, “Daily emotional support only buffers the effects of daily 
parenting stress or positive mood at low stress levels” (p. 426).   
Smith, Greenberg, and Seltzer (2012) pointed out the function of positive and 
negative informal social support, even though their subjects were exclusively mothers in 
midlife. A large cohort (n = 269; from Wisconsin and Massachusetts) of mothers of 
adolescents and adults with ASD were assessed before and after an 18-month period for 
depressive symptoms, positive affect and negative affect and for both quantity of support 
(the numbers of people in their network) and valance of support (whether the support 
received was positive or negative, meaning too critical or demanding). The instrument 
used was a modified version of the Convoy model (Antonucci & Akiyama, 1987).  Major 
findings were that (a) both larger numbers of support members and greater positive 
support correlated to greater positive affect and lower negative affect and lower 
depressive symptoms, (b) more negative support correlated to more negative affect and 
higher depressive symptoms, and (c) child behavior problems were significantly 
associated with poorer well-being outcomes. Both quantity of network members and 
valence of support predicted psychological well-being. Of special interest, negative 
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support change over time predicted change in negative and positive affect and in 
depressive symptoms. Although support needs for fathers appear to be different from that 
of mothers, the findings regarding valence of support, especially the influence of negative 
support, may be important for fathers.  
 Research is starting to reveal that fathers generally have different informal social 
support needs than mothers. Whereas for mothers, larger social support networks are 
related to happiness (Antonucci, Akiyama, & Lansford, 1998) and reduction of 
depressive and anxiety symptoms (Barker et al., 2011), fathers appear more in need of 
quality than quantity, in their support, perhaps because they have limited time, due to 
work, caregiving and need for recuperation (Shave et al., 2016). It is unfortunate that 
most research focuses on mothers, since fathers often lose most of their friends, their 
male friends no longer understand them and have little time for them (Altiere & Kluge, 
2003), and few support groups exist for special needs fathers (Krajewski, 2005). In a 
study of married people with children (Antonucci et al., 1998), men’s happiness was 
unrelated to number of social network members and it was negatively affected by the 
feeling that their networks were too demanding; however, they sought more people that 
they could depend on. Non-spousal social support significantly predicts the parenting 
efficacy of fathers of children with DD (Kersh et al., 2006). Burdit and Antonucci (2007) 
found that married participants had the highest levels of well-being when they had at least 
two high-quality relationships, and one of them did not necessarily have to be with their 
spouse. Yet, spousal relations particularly affected the participants who had no best 
friends. Not surprisingly, those without best friends were more likely to be men and to be 
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older. In a more recent study, Burditt, Antonucci and Tighe (2012) studied typical people 
in midlife who identified someone who had helped them through a stressful event. People 
who had lower quality relationships with their identified helper received high support 
when stress levels were higher and therefore needs were greatest. Yet those who had 
higher quality relationships received high support, regardless of stress. Not surprisingly, 
women and younger people had greater enacted emotional support. It may indeed be 
common for support to be fleeting for fathers in distress, but research needs to determine 
whether this is the case. In a study of grandmother support to parents of children with 
disabilities (Trute et al., 2008), the amount of support positively predicted lower stress 
levels in mothers but not in fathers. Yet, this study found that lower father stress was 
positively predicted by their partner’s stress level. This reliance on spousal support, 
which appears to not fully meet fathers’ needs, appears to relate to social norms and the 
fact that men generally do not have the wide, deep networks that women have (Settersten 
& Cancel-Tirado, 2010).  
Another trend in informal support needs has to do with lifecycle. Young 
adulthood, ages 20 to 39, appears to be the time in which people of many cultures have a 
greater number of close relationships (Antonucci, Akiyama, & Takehashi, 2004). During 
this time, young parents visit neighbors, friends and relatives more and make greater use 
of their social resources, with fathers mobilizing supports far less than mothers (Tamir & 
Antonucci, 1981). Yet, during middle age and around the time in which their children 
become adolescents, there appears to be a change in self-perception and motivation. 
According to a large national survey from 1976, men actually become more affiliative 
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and women become more achievement oriented, at this time of life (Tamir & Antonucci, 
1981). It appears that the trend of people deliberately withdrawing from peripheral social 
connections while continuing and strengthening involvement with close friends and 
family begins when people are in their thirties and continues into old age (Lansford, 
Sherman, & Antonucci, 1998). Carstensen’s Social Selectivity Theory (1995) gave one 
good explanation that was later supported by data from several longitudinal studies (e.g. 
Lansford et al., 1998). When people are adolescents or young adults, social involvement 
is highest because their goal is to seek information, and novel, unfamiliar people are their 
best sources. Yet, as one ages, there is less motivation to engage in emotionally 
meaningless social contact and greater motivation to gain emotional homeostasis through 
important, intimate relations. Lifecycle is noteworthy, for fathers of children with ASD 
may feel that they are missing out in a busy social life when they themselves are young, 
or they may be particularly yearning for intimate, understanding relations, when they 
become middle age and older.       
It also must be noted that fathers find it difficult to discuss their children’s 
conditions (Broger & Zeni, 2011), to network with other male friends, or even to find 
people to share thoughts about one’s child. One possible reason is that hearing about 
one’s challenges is too painful for others. Krajewski (2005) related, “No one wants to 
hear about your 29-year-old son with autism” (p. 337). Paynter et al. (2018) found that 
fathers’ friends were useful to talk about socially “normal things” (p. 119), but not about 
their child with ASD. Carpenter et al. (2004) stated that fathers are “often seen as the 
silent parent who does not want to talk about their situation” (p. 79); but these authors 
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learned, from leading and interviewing groups of fathers with children with disabilities, 
that this concept is a fallacy. In a later study, fathers of children with LD yearned for the 
opportunity to meet and make friends with peer fathers “who get it” (Carpenter & 
Towers, 2008). Shave et al. (2016) and Paynter et al. (2018) similarly found the need for 
sharing with other fathers of ASD, who are attuned to their challenges and can talk about 
strategies and even their relationships. But making such connections is not easy.  
More research is needed to discover what interventions are most effective in 
building informal networks for fathers. Meetings of fathers organized by schools 
(Carpenter & Towers, 2008) or even the Australian government (“my time”; Paynter et 
al., 2018) have been found to have some success in getting fathers to meet one another. 
Paynter et al. (2018) suggested online mediums be used for father-to-father sharing, and 
Pickard and Ingersoll (2017) found that online parent support groups do improve 
perceived parental support, although no supplemental benefits were known. Fathers yearn 
for more support from their families, although help is rarely provided when needed, due 
to distance or inability or unwillingness to help (Paynter et al., 2018). Yet, they can help 
emotionally and instrumentally at the same time. One example was in a study about 
African-American families (Burkett et al., 2017). They report having get-togethers with 
extended family in which parents of children with autism could “relinquish some aspects 
of physical care while other family members took part in watching their child” p. 150 and 
parents could have time to socialize with loved ones.   
Another interesting possibility is to offer peer mentoring. Studies on peer 
mentoring of mothers (Dykens et al., 2014; Maguna et al., 2017) suggest that they are 
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effective as empathetic supporters and teachers. Rockhill, Furrier and Duong (2015) 
interviewed 22 parents of children with substance abuse challenges (four of which were 
fathers). They found that mentoring was a dependable source of making them feel cared 
for and not alone, feel successful as they learned, feel in charge, and their engagement in 
advocacy, activities and self-regulation increased. Yet, it was interesting to note that one 
father felt that he would have done better sharing emotions if he had had a female 
mentor. Morrison, Bromfield and Cameron (2003) found that parents of chronically ill 
children found peer mentors to role models for negotiating their ongoing challenges. 
They also found that once they benefitted from this intervention, parents demonstrated 
reframing by giving back as mentors to others. Shave et al. (2016) also mentioned that 
fathers of children with ASD expressed interest in mentoring others, in their study. The 
one article about parent-to-parent support for families with children with autism 
(McCabe, 2008) concerned a program of matching families with young children (ages 3-
8) with families with older children (ages 8-14) in China. These subject families were 
taking 11-week trainings in ABA. Parents interviewed said that it was very helpful to 
give support and acceptance to one another and to be able to say anything to these peers. 
Perhaps one cause of isolation and lack of support for fathers is that failing to 
produce a perfect child can be far more difficult on men than it is on women. 
Anthropological research has suggested that there is a traditional social obligation for 
men to produce children for their family or community, with interest in their potential as 
contributing adult members of a social group (Dudgeon & Inhorn, 2003). Wisman and 
Goldenberg (2005) have suggested that successful children serve a death-defying 
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function that helps fathers cope with existential concerns; this concept explains why men, 
after mortality salience (awareness of one’s eventual death), had a greater desire for 
procreation than women, in their study. In fact, several studies have suggested that 
fatherhood increases social capital (much more so than motherhood does for women), 
strengthens ties to the community, social and family relations, helps motivate for one’s 
career, and is associated with higher incomes than that for childless men (Dykstra & 
Keizer, 2009; Pettersten & Cancel-Tirado, 2010; Song, 2012). Interestingly, two national 
surveys found that college-educated women were twice as likely to have a positive 
attitude about childlessness than men (Koropeckyj-Cox & Pendell, 2007). Yet, research 
still needs to determine how findings for typical fathers relate to the social lives of fathers 
of children with autism, especially when a father gives up his hopes and dreams that his 
offspring will surpass his own achievements and become a “living legacy” (Lemay, 
Cashman, Elfenbein & Felice, 2010, p. 228).  
 Formal support. Although formal groups may be the most obvious interventions 
for social support, most programs are designed to serve mothers (Settersten & Cancel-
Tirado, 2010) and research has followed. Older studies concerning the efficacy of formal 
groups for mothers are generally positive. Bitsika and Sharpley (1999) noted that support 
group members had slight positive changes in self-concept, self-efficacy, group cohesion 
and stress, but no lasting growth in their ability to care for their children with autism. 
Shapiro (1989) had particularly good results in her groups for mothers of children with 
DD, partly because she promoted networking, an informal support strategy. Study 
mothers had lower levels of depression, were less burdened, used more problem-focused 
   
59 
coping skills, and positively assigned meaning to their situation more often than control 
mothers. Yet, a more recent study (Pickard & Ingersoll, 2017) contends that support 
groups for parents of children with ASD are effective in providing resource sharing, 
emotional and psychological support, physical assistance, transmission of positive 
attitudes, which have the benefits of perceived social support, better parenting efficacy, 
adaptive coping and empowerment and lower parent stress.  
 Yet, other studies are less favorable. Shu and Lung (2005) found no significant 
difference between their intervention group of mothers of children with autism (who were 
part of a support group) and the control group. In Keller and Honig’s (2004) study of 
parents of children with DD, both mothers and fathers gave low scores in assessments 
concerning the usefulness of support groups. Suggestions for better groups include the 
need for longer intervention to build lasting relationships (Shu & Lung, 2005), which 
may actually encourage informal support; teaching stress management skills (Bitsika & 
Sharpley, 1999); focusing on positive appraisal of their situations, also known as 
reframing (Glidden, Billings, & Jobe, 2006); and using interventions that aim to enhance 
parenting skills, psychological well-being, parental belief systems, and dispositional 
optimism (Baker et al., 2005). Future research will hopefully study the effectiveness of 
groups that follow these recommendations. 
 Although there is little research on effectiveness of fathers-only groups, they 
appear to be effective but rare. In Keller and Honig’s (2004) study, neither participant 
mothers nor fathers found groups to be useful in general, but after being in fathers-only 
groups, fathers had fewer depressive symptoms than before attending the groups. Fathers 
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have a need and interest in sharing, because there is nowhere else that is safe, being the 
lone male in a parent group is not comfortable, and they prefer to talk to men (Carpenter 
et al., 2004; Krajewski, 2005; Paynter et al., 2018). Yet, fathers-only groups appear to be 
almost non-existent (Krajewski, 2005; Oelofsen & Richardson, 2006). For example, an 
Internet search of groups for fathers of children with autism in the greater Boston, 
Massachusetts area came up with only four groups, all of which were open, open-ended, 
once-monthly and only one in the City of Boston (Family TIES of Massachusetts, 2018), 
without any groups that were closed or any that were held weekly. Groups for mothers 
and parents (in general) were far more numerous. Conversely, 31% of fathers in a recent 
British study (Potter, 2017b) said that they had attended autism-related meetings or 
support groups several or many times in the past year. Online support groups and home-
study courses have also been successfully used to help train and support fathers, although 
needed face-to-face interactions are missing (Fletcher et al., 2008; Pickard & Ingersoll, 
2017).   
 Oelofsen and Richardson (2006) have contended that interventions devised for the 
needs of mothers “may not be appropriate for fathers” (p. 9) of children with DD. These 
authors suggested that fathers need to bolster their Sense of Coherence (SOC), by (a) 
comprehensibility: information on the condition, the services for their child, and parental 
accounts of their own experiences, (b) manageability: learning flexible, male-oriented 
presentation of coping skills, including relaxation techniques, problem-solving, time 
management, and assertiveness, and (c) meaningfulness: cognitive-behavioral training 
that addresses the opposite problems of hopelessness, helplessness, and meaninglessness. 
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There still needs to be research to study the effectiveness of a group that follows all of 
their guidelines. In some other recent studies, fathers of children with ASD expressed 
preferences for approaches in which they support one another through shared 
experiences, events and activities at times in which they are free to go (Davys et al., 
2017; Paynter et al., 2018; Shave et al., 2016). Yet, information and skill acquisition were 
key purposes (Davys et al., 2017). Shave et al. (2016) found that many fathers preferred 
fathers’ groups, yet that some had apprehension in discussing their child’s ASD 
symptoms, since they felt that their treatment and medical intervention decisions may be 
judged by other parents.  
 Another major part of formal social support is training provided by professionals. 
The family support detailed in Part C of IDEA lasts only until the child turns three years 
old; in the case of autism, by the time the child is finally diagnosed and EI help is finally 
arranged, family support is only available for a few months (Dunlap & Fox, 1999). Just 
getting the formal diagnosis is a major stress and can involve a long wait. There is often a 
delay in even getting on a waiting list for an evaluation, since health professionals do not 
always support it, at first (Crane, Chester, Goddard, Henry, & Hill, 2016; Frye, 2016). 
Crane et al.’s (2016) survey of parents in Britain found the average delay to get a 
diagnosis was 3.5 years, and often the delay to contact professionals made the total 4.5 
years. It can be a particularly prolonged period to wait to diagnose girls with ASD, since 
their sometimes atypical ASD traits are masked at screening, and although boys generally 
outnumber girls for ASD diagnoses 4:1, the ratio is actually 10:1 when there is no 
intellectual impairment (Rabitte, Prendeville, & Kinsella, 2017). At the diagnosis, fathers 
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complained of professionals’ bluntness of delivery and lack of sensitivity and caring, 
which, for 49% of fathers, evoked explicit emotional reactions. They also complained of 
lack of service in advising them where to go (Potter, 2016a). Frye et al. (2016) found that, 
at this time, fathers need “someone to listen to them, educate them and others about ASD, 
acknowledge their experiences, and direct them to resources to help them overcome the 
challenges they face with ASD” (p. 460). A large online survey by Crane et al. (2016) 
found that 61% of fathers were dissatisfied by the post-diagnosis information that they 
received and that satisfaction with post-diagnosis support and stress were the greatest 
predictors of overall satisfaction with the diagnosis process. In addition, even after this 
process, long wait times for services can be a major barrier for families to access 
intervention services for their children (Jones et al., 2017).  
 Unfortunately, fathers apparently are often overlooked in the period after 
diagnosis. Fathers reported in Paynter et al. (2018) that Early Intervention providers did 
not ask about their well-being and that services focused on mothers. Potter (2016a) found 
that six out of ten fathers did not feel adequately supported. Giallo et al. (2015) stated that 
professionals need to identify fathers experiencing mental health problems and distress 
by checking in about parenting stress, managing children’s behavior, family life and 
overall mental health. Seymour et al. (2017) found that one in six fathers of children with 
ASD may require additional professional support for their psychological well-being and 
physical health.  
 In general, parent training has been documented to increase quality of life for 
families, positive communication, happier interactions with children, maximize learning 
   
63 
for child, decrease stress and maternal depression, increase time for leisure activities, and 
increase skills and self-advocacy of parents (Brookman-Frazee, 2004; Hume, Bellini, & 
Pratt, 2005) and it can have a sustainable affect for a family (e.g. Lucyshyn et al., 2007). 
Parents often need some type of professional support to continue throughout life, and 
certain practices are most helpful to parents. Parents of children with disabilities need 
accurate knowledge and suggestions, for their child’s future to be seriously addressed, for 
their input (as an expert on their child and a person with common sense) to be listened to 
and respected, and for collaboration and communication (Prezant & Marshak, 2006). 
Brookman-Frazee (2004) conducted a single-subject study of three mother/child pairs 
with autism that suggested that collaborative relationships worked better than clinician-
directed ones. Her study noted lower levels of stress, higher levels of observed 
confidence, greater belief that their impact will affect their child’s results, and parent 
ownership in the solution. In addition, the children had more positive affect, responses 
and engagement skills. Brookman-Frazee (2004) considered the necessary components of 
such a parent/professional partnership to be (a) goals that are mutually agreed upon, (b) 
shared expertise, (c) shared responsibility, (d) considering how interventions fit into a 
family’s routine (Eco cultural fit), (e) collaborative problem solving, and (f) a strength-
based approach. Similarly, Hannon et al. (2017) suggested that fathers of children with 
autism would be best supported using a systems approach that addresses the entire 
ecological framework of one’s community. 
 Couple training with professionals may be a very promising direction. According 
to two studies (Cown et al., 2010; Halford & Petch, 2010), Couple Psycho-education 
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(CP) has proven to be helpful for typical new parents; programs using CP appear to 
positively affect parental depression, parenting styles and parental communication. The 
study by Cown et al. (2010) compared a CP group and a fathers-only group; both groups 
were taught by the same staff and received the same curriculum. Both groups reduced 
parenting stress, increased father involvement and increased relationship satisfaction, but 
only CP increased marital relationship quality. Yet, regular CP group meetings are 
needed over a period of time, in order to prevent a decrease in marital quality in the early 
family years. Recent studies show how lower co-parenting agreement and support result 
in greater parenting stress. Therefore, it has been suggested for ASD parent programs to 
build parents’ skills together (Thullen & Bonsall, 2017) and to focus training on 
parenting partnerships or programs to complete with partners (Paynter et al., 2018). 
Garcia-Lopez et al. (2016) suggests that parents be taught in supportive dyadic coping by 
training them to seek support from partners in everyday ASD child challenges, 
maintaining one’s relationship during stressful times, making them aware of the three 
phases in the Hock et al. (2012) and teach strategies for coping at each phase. Hartley et 
al. (2010) suggest, due to a high risk of divorce, that service providers remain vigilant 
about marital strains in parental couples. Argumedes et al. (2018) found that a family-
centered support model for teaching behavior management (Prevent-Teach-Reinforcer) 
results in large reductions in both parent stress and behavior. Concerning behavior 
management, Parent-Child Interaction Therapy has recently been adapted for parents of 
children with ASD and it successfully reduced severe disruptive behaviors and parent 
effectiveness with child, in a case study by Lesack, Bearss, Celano, & Sharp (2014).  
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 New studies point to adopting “a gender-differentiated approach” (Potter, 2017b, 
p. 380) that will be most effective for fathers. Enhancing fathers’ natural ability in play to 
promote social and communication learning (Paynter et al., 2018; Potter, 2017b) and to 
problem-solve (Mazzae & Nader-Grossbois, 2017) were recommended. Unfortunately, 
58% of fathers did not believe that they received enough support and 44% never received 
training in play (Potter, 2017b). Too often, a major barrier in training was finding the 
time for fathers to attend (e.g. Davys et al., 2017; Frye et al., 2016; Potter, 2017). Fathers 
in Frye et al. (2016) had an interesting desire. They wanted to have a central location in 
which they could receive honest and beneficial information about ASD, including 
connecting with other parents with similar experiences. Apparently, many fathers are also 
involved in researching on their own, by reading articles and online searches (e.g. 
Hannon & Hannon, 2017; Robinson et al., 2015).   
 Also related to formal support, one qualitative study (Carpenter & Towers, 2008) 
of 21 British fathers of children with LD (some of whom had autism) delved into what 
study fathers desired to make a school become friendlier to fathers. These fathers wished 
to become part of the general life of the school, through informal contact with staff and 
other parents, in addition to formal meetings. Their suggestions begin with scheduling 
meetings that consider the work patterns of fathers, so that both parents, and not only the 
mother attends; this change might require more notice and later meetings. They expressed 
a desire for father training that focuses on their “male brain” (p. 123) concentration on 
future considerations of employment, housing, money and work. This expressed interest 
correlates to findings in the larger Easter Seals study (Barnfield, 2008), in which 76% of 
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parents worried about their child’s future employment, compared to 35% of typical 
parents, and also to previously mentioned studies (Davys et al., 2017; Frye, 2016; Giallo 
et al., 2015; Potter, 2016b). The fathers in the Carpenter and Towers (2008) study also 
stated that they would like to be able to participate in the school whenever they can, 
through sharing their specific professional skills with students, having father/child clubs, 
and even having working parties, where fathers and children do useful chores for the 
school, such as painting. Finally, they expressed desire in becoming enabled to contact 
other fathers face-to-face or through the Internet. They believe that groups around 
disability and specific activities could help fathers make friends and gain support from 
other fathers “who get it” (p. 123). Studies are needed to determine whether these 
suggestions can be generalized to most fathers and on how effective these suggestions 
would be, if implemented.  
 Relatedly, remote, online training appears to be very promising in two recent 
articles using only mothers as subjects. An Icelandic study (Guomundsdottir, 
Sigurderdottir, & Als’i-Rosales, 2017) used Skype to successfully increase parental 
knowledge, child responses and maintenance of educational activities with children. The 
researchers reported that training caregivers via telecommunication was a “promising 
alternative” (p. 227) when families are far from an expert and there is no access to 
“evidence-based intervention (p. 227). Hicks and Buggerly (2017) had subjects go 
through a ten-week parent-child play therapy course that used online video training, 
analysis of subject/child play session recordings, and live, online discussions. Parents 
reported acceptance of the training methods, increase in the major skills taught, great 
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convenience in doing everything from one’s own home, and that sharing online was 
helpful, even though it was not as natural as a real group setting. Both studies note that 
technical difficulties were impediments and that this type of training will require special 
training for the professionals, too.  
 Another important area of professional support is respite care or professional 
childcare, ideally subsidized by the state. According to Luijkx and Vlaskamp (2017), 
respite care or short breaks from the child with ASD “appear to be extremely important 
for families to improve or maintain their well-being and quality of life” (p. 523). Pickard 
and Ingersoll (2017) found that respite care reduced parent stress and increased marital 
quality. The simple act of setting up a respite system for parental recuperation was found 
to be helpful for Krajewski (2005) and over 75% of subject parents in Grant and 
Whittell’s (2000) study. Yet, fathers in Paynter et al. (2018) reported that their 
experiences with respite care were mixed, but they used it to have alone time with their 
wives. Parents in Robinson et al. (2015) reported that they would use respite to have one-
on-one time with their typical child, but they had not yet received respite care. Notably, 
having a lack of respite or other childcare is often important and related to other 
problems. For example, the Potter (2017b) found that the third major obstacle that 
prevents fathers from attending educational meetings is lack of childcare. 
 Family definition of stressor. According to Power and Dell Orto (2003), stress 
resides in a family member’s perception of the trauma. Trauma can even bring a family 
closer together. A family often uses reframing, the act of balancing what cannot be 
changed and disappointed emotions with positive aspects that are uncovered (Power & 
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Dell Orto, 2003). Conversely, stress is greatly increased by defining the disability as a 
catastrophe or assigning blame (Bristol, 1987). This common psychological experience 
apparently occurs for parents of children with ASD and DD throughout the world. 
 Definition of disability as blame. The need to blame something or someone for 
the disability appears common but not rationally based, except for blaming genetics. In 
an epidemiological study, Micali, Chakrabarti, and Fombonne (2004) suggested that there 
might be a genetic liability for ASD in families. They cited a greater prevalence of 
Obsessive Compulsive Disorder (OCD) and tics in mothers and fathers, depression and 
anxiety (pre-dating births) in mothers, and more first- and second-degree relations with 
DD and BAP features in ASD families. Other studies, such as the ones already mentioned 
by Donaldson et al. (2017) citing atypical sensory processing in ASD families, Piven and 
Palmer (1999) and Ghaziuddin (2005), gave further evidence of a genetic link to autism. 
In addition, it does appear, from a study that examined 4,713 cases in the Finnish 
National Register (Lampi et al., 2013), that there is an increased risk of having a child 
with autism if the father is over 35, ASD if the mother is over 35, and PDD-NOS if the 
mother is between 15 and 19 years old or over 40. So, having a child late in life (or too 
early for a mother) could actually be linked to the diagnoses.  
 Yet, parents often irrationally feel that their child’s condition comes from 
something that they have done, even though autism is not a diagnosis such as Fetal 
Alcohol Syndrome (Dorris, 1989), which indisputably relates to parental alcohol 
consumption. According to Bristol and Schopler (1984), approximately one-third of 
parents whose children have autism blamed themselves for the condition. Gray (2003) 
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found evidence that fathers often blame the mother, especially before they come to accept 
the diagnosis. A more detailed study of blame, as understood by parents of children with 
DD, compared the views of parents in Pakistan and the United States (Masood, Turner, & 
Baxter, 2007). There was a clear cultural link to the assignment of blame, although 
statistics were actually quite high for parents in both countries. In this study, Pakistani 
parents rated relations with their children more negatively than U.S. parents, mostly due 
to the aspect of blame. The attributions relating to fewer positive relations with their 
children were, “Something I did” and, “Punishment from God.” In addition to 
parent/child relations, the attributions of parents often influenced beliefs about 
appropriate services for the child, guilt and self-blame, which the study found related to 
more negative parent-child relationships and parental depression.  
Yet, when related to parental behavior after the child is born, some other common 
feelings of blame have a small basis in reality. In Featherstone’s (1980) account of 
raising her child with disability, she related, “The hardest part of living with Jody comes 
with the steady drizzle of guilt about things not done, approaches not pursued, games not 
played, effort not made” (p. 63). She cited that fathers, in particular, report feelings of 
guilt. Krajewski (2005) stated, “Special needs fathers feel responsible, helpless and out of 
control” (p. 340). Dixon (2005) stated that his self-esteem is tied to how he reacts when 
his child has a tantrum. When he loses his cool, he feels self-hatred. Fathers have guilt for 
their lack of time to attend meetings, to work with their child, and to be with other family 
members, especially their other children (Frye, 2016). Although they report great need 
for “me time,” guilt is felt for wanting it (Paynter et al., 2018). In general, Settersten and 
   
70 
Cancel-Tirado (2010) observed that fathers of typical children blame themselves for not 
being able to be there for their children, for not supporting their families enough, 
especially when unemployed; and not surprisingly, they cited that divorced, noncustodial 
parents statistically have higher suicide rates and more psychiatric symptoms.   
 Definition of disability as a catastrophe. Stress may be related to the family’s 
perception of the child’s disability (Power & Dell Orto, 2003), so the way a family 
defines the disability either exacerbates problems or relieves stress. It may be natural to 
define this situation as a tragedy and to wallow in self-blame, yet trauma can bring 
families closer together and even be an opening for a spiritual awakening (Power & Dell 
Orto, 2003; Tolle, 1999). In Bayat’s (2007) study of 175 parents of children with autism 
from Illinois, only 21% reported the effect of autism on themselves as being negative, 
39% said that it was actually positive, 34% said that it was both positive and negative, 
and 6% said that it was neither positive nor negative. Parents often make redefinitions 
(Tunali & Power, 2002) or use reframing strategies that allow them to transcend and 
devalue old values, and refocus priorities (King et al., 2006). Unlike the natural qualities 
of hardiness and sense of coherence mentioned earlier, reframing is a transformative 
process. It would be valuable to know how many families succeed in whole, in part, or 
never reframe. Yet historically, it was believed that many families see the disability of 
autism as a catastrophe for much of their existence (Bristol, 1987). This perception may 
or may not have changed in 32 years.  
 The effects of negative perception are numerous. Viewing parenthood as stressful 
is correlated to maladjustment, higher burnout and lower involvement with one’s infant—
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even if the child is typically-developing (Levy-Shiff, 1999). Rudiger (2007) detailed the 
travails of several families with daughters with Rett syndrome (which shares many 
features of ASD) who expected hardships and become emotionally drained in their lives; 
they described their lives as a “long tedious walk uphill” (p. 253). DeGrace (2004) gave a 
particularly bleak portrait of the lives of families with 10-year-old children with severe 
autism. These families defined autism as a “nightmare” (p. 546) in which their days are 
“insane [and] hectic” (p. 545). They were captive to a routine that must be followed for 
their children; the “identity of [each] family became autism” (p. 548). Each family felt 
only fleeting moments of feeling like a family (when their children’s symptoms 
subsided), but they usually felt robbed of natural satisfaction and happiness. According to 
a study of families of children with ID (Stainton & Besser, 1998), these negative 
perceptions often begin with a physician’s negative attitude at the point of first disclosure 
of a child’s condition. In the media, negative advertisements such as “I am Autism” from 
Autism Speaks, September 23, 2009 (ASAN, n.d.), have also encouraged negative 
perceptions. Although accounts of negative perception by fathers towards their children 
with autism are relatively rare, in literature, a majority of fathers are in the high range for 
parenting stress, with Paynter et al. (2018) finding it to be above the 99th percentile 
compared to normative data.   
 Conversely, literature conveys how parents can redefine their whole situation into 
a more benign, manageable one. Three methods for positive redefinition of the stressor 
are: assigning meaning (Shapiro, 1989), sense making (Pakenham, Sokronoff, & Samios, 
2004), and benefit finding (Bayat, 2007; King et al., 2006; Tunali & Power, 2002).   
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 Shapiro’s (1989) study of mothers of children with DD found that assigning 
meaning was an important practice for her subjects. Assigning meaning can take the form 
of feeling chosen by God (Seligman & Darling, 2007; Shapiro, 1989), or merely the 
strong sense that the condition happened for a purpose, even if the meaning is not entirely 
clear. Many of Shapiro’s participants who reported a high sense of meaning also reported 
high intensity of religious conviction, but others were less traditionally spiritual. High 
scores in sense of meaning correlated to (a) increased emotion-focused and problem-
focused coping, (b) lower depression scores, (c) less perceived stress in the aspects of 
daily childcare, and (d) moving quickly to viewing the disability with acceptance and 
challenge (now known as sense of coherence). However, the families in Shapiro’s study 
who were low in sense of meaning categorized the disability as a random event; they 
were fixated on the “why me?...anger phase” (p. 171) of grief. Although it is not known 
how her findings apply to fathers, a Spanish study by Salas, Rodriguez, Urbieta, and 
Cuadrado (2017) found that coping by wishful thinking or faith was negatively correlated 
to life satisfaction in fathers of children with ASD. Yet, Burkett et al. (2017) reported that 
when African-American parents used faith to believe that they were all blessed to care for 
their child with ASD, personal and spiritual growth was reported.   
 Pakenham et al. (2004) related that sense making is the practice of explaining and 
understanding adversity within one’s “schemas or worldviews” (p. 247). In their study of 
47 mothers and 12 fathers of children with AS, 44 parents were able to make sense of 
their situation mostly through knowledge-seeking activities such as reading, conferences, 
and groups. These parents learned what the sense of direction in their lives would be, 
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began to understand how their children perceives the world, learned new parental life 
perspectives, and eventually developed new cognitive schemas, including finding 
benefits in their situation. Apparently, mothers were more likely to make sense than the 
fathers, but comparative statistics were not provided. The study did find that parents who 
made sense had higher levels of social network satisfaction and coping strategies (both 
problem and emotion focused). Even when parents are highly stressed, those with higher 
sense of meaning appear to adjust better; thus, the authors state that sense making fosters 
effective coping. It is likely that the high amount of research fathers do before or after 
diagnosis (Hannon & Hannon, 2017; Potter, 2016; Robinson et al., 2015) could be 
connected to the need for sense making.  
 Finally, the other method of reframing, benefit finding, could be described fairly 
accurately as the exact opposite of perceiving the disability as a catastrophe. Pakenham et 
al. (2004) defined benefit finding as the “cognitive adaptation in which individuals 
positively evaluate their circumstances” (p. 246). In their study utilizing focus groups of 
parents with children with autism and Down syndrome, King et al. (2006) discovered that 
parents had gained a sense of coherence and control through changes in worldviews, 
values and priorities. Their subject families grieved for lost dreams but found that they 
had choices in how to view their situations. The results were life-changing, because these 
families had been spurred to reexamine their belief systems and set new priorities. In 
Tunali and Power’s (2002) study of mothers of children with autism, they found that the 
mothers who had the greatest life satisfaction had made the most redefinitions of their 
self and their needs—most of which signify benefit finding. Bayat’s (2007) qualitative 
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study of 175 parents of children with autism is unique in its large size and added 
quantitative statistics for some of the categories. The benefits that parents in these studies 
found are numerous but fairly similar. In general, they all cite positive growth in 
personality, values and beliefs, greater understanding and meaning for the disabled, 
greater importance of family, and a change in life priorities.  
 A study from Singapore (Lim & Chong, 2017) gives valuable insight into benefit 
finding and parents of children with ASD. Data were compared to parents of non-ASD 
children, all of whom had ID. However, fathers were only 21% of the subject parents and 
the father data was not analyzed separately. For parents of children with ASD, high 
benefit finding correlated to positive affect, but low benefit finding was not significantly 
correlated to negative affect. Yet, benefit finding was significantly correlated both 
positively and negatively with non-ASD parents. Thus, the researchers concluded that 
although benefit finding does relate to positive psychological states, it does not 
necessarily reduce distress in the parents of children with ASD. They suggest that 
professionals need to support parental efficacy to build self-esteem because, “Children’s 
development and health promoting behaviors are after all contingent on their primary 
caregivers’ responsiveness to their needs” (p. 363). 
 Unfortunately, other studies in which fathers were participants did not consider 
the differences between the views of mothers and fathers. Bayat (2007) quoted a father 
who said that the experience of raising a child with autism is a “clear vehicle for getting 
closer to God” (p. 711). Another father said that the experience had made it tougher 
emotionally and financially for him, but his family all helped and got closer (Bayat, 
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2007). Naseef (1996) considered that his child’s disability was a “catalyst for a fuller, 
deeper and more loving life than I ever imagined possible” (p. 39). He also said that, 
“These ‘imperfect’ children are born to loving parents who struggle to rise from 
disappointment to find a stronger love, a more perfect love that lies on the other side of 
sorrow” (p. 39). Davis (2001) found benefit in how he has been spurred to step out of 
traditional roles in order to evolve together with his wife as a close, loving, working unit. 
Krajewski (2005) stated that he had to replace initial dreams for his life with new, 
realistic ones. When he stepped back, Krajewski considered the act of raising his son, 
while gaining inner strength and self-mastery, to be his greatest accomplishment 
(similarly conveyed by Featherstone, 1980; Greenberg et al., 2004). Yet, Grant and 
Whittell (2000) stated that fathers of children with ID are less likely to derive 
meaningfulness from the situation than the mothers. More research is warranted to 
understand and support the reframing methods of fathers.  
 One article discussed a new program that considered reduction of parental blame 
and the development of family redefinition to be a cornerstone of its training. Marker, 
Weeks, and Kraegel (2007) studied a Christ-centered intervention for HFA and AS 
children and their parents. Prayer for acceptance and peace and attending to each family’s 
spiritual health was added onto typical ABA training. Qualitative overall results were 
good, yet redefinition and reduction of blame were unfortunately not measured. However, 
the families’ relationship to God was measured before and after treatment, and there was 
no significant difference. Yet, Lim and Chong (2017) suggested that one should not 
consider such benefit-finding support to be a “long-term process rather than a one-off 
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workshop” (p. 363). They also mentioned that professionals must take into account that 
parents may be grieving.     
 Coping. Two major categories of coping strategies are emotion-focused coping 
and problem-focused coping. According to Carver, Scheier and Weintraub (1989), 
emotion-focused coping is concerned with (a) the reduction or management of emotional 
distress, (b) focusing on emotions and allowing them to vent, (c) behavioral 
disengagement, (d) mental disengagement, and (e) denial. Cognitive coping is closely 
related and often categorized as emotion-focused, since it is concerned with reducing 
distress by cognitively reframing the situation (Grant & Whittell, 2000; Rieger, 2004). 
Problem-focused coping, on the other hand, is concerned with solving problems or doing 
something to alter the source of stress by planned, reasoned-based means. Problem-
focused coping has usually been evaluated more positively than emotion-focused coping 
(Carver et al., 1989; Orsmond, 2005). In Kim et al.’s (2003) longitudinal study of 
mothers of adult children with ID, higher levels of problem-focused coping correlated to 
lower subjective burden and depression and better relationships with their children. When 
emotion-focused coping increased over time, distress was amplified; subjective burden 
and depression increased and quality of relationships with children decreased.  
 Problem-focused coping. A study about families with daughters with Rett 
syndrome (Rudiger, 2007) demonstrates why problem-focused coping is most useful for 
these families. One group, consisting of families who primarily used emotion-focused 
coping, saw their journey as a “long tedious walk uphill” (p. 253). An occurrence before 
the birth made adaptation more difficult, an emotional crisis was slowly overcome with 
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no clear closure, and the families expected more hardships to come. The parents rarely 
did anything for themselves, there was little support from the extended family, and they 
were regularly fighting with agencies for professional help. Eventually, with the use of 
venting and other emotion-based methods, they became used to their life condition and 
accepting of it. In contrast, the other group, consisting of families who primarily used 
problem-focused coping, related the “story of re-found balance” (p. 252). They quickly 
accepted the disability and took charge of the situation with support from friends, 
relatives, and professional helpers. By careful planning, flexible roles, and balancing 
family, marital and individual interests, these couples eventually saw their families and 
the disability as normal. In the terminology of Seligman and Darling (2007), the emotion-
focused families adapted by “resignation” (p. 148), while the problem-focused families 
also used cognitive coping skills to achieve “normalization” (p. 155).  
  Studies have suggested that parents can greatly increase the amount of 
interventions that a child receives when they are trained in problem-focused methods and 
use them to directly teach and manage their children’s behaviors (Symon, 2005); and the 
frequent, deliberate, analytic approach to solving problems correlates to higher subjective 
well-being in fathers (Glidden et al., 2006). Fathers of typical children have been 
successfully taught to be more sensitive to infant cues, to be more skilled at fostering 
cognitive growth and in responding to vocalizations (Magill-Evans et al., 2007); and 
fathers of children with autism successfully been taught to expectantly wait for child, and 
to use imitating and animating skills (Elder et al., 2005) significantly more often than 
controls who did not have training. Elder et al. (2005) even cited significant increases in 
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the frequency of the children’s vocalizations and initiating skills and the fathers’ positive 
reactions to their children. Symon (2005) demonstrated that mothers can train others to 
multiply the amount of intervention hours that a child receives; yet most subjects trained 
people other than the fathers. However, Elder et al. (2005), as mentioned earlier, were 
pleased to discover that their subject fathers regularly modeled and trained their wives to 
do the same, which is a benefit of generalization that mothers had not extended to fathers 
in earlier studies by the same authors. Carpenter and Towers (2008) commented that we 
need to go beyond a “previously unquestioned set of expectations” (p. 124) to realize that 
father involvement adds something different, due to their male focus on the big picture, 
and it can benefit mothers and family relations, as a whole. Such results call out for 
further studies that investigate the effect of fathers being the leader in child training at 
home.  
Recent studies have found that problem-focused coping is the most common 
coping strategy for fathers (Paynter et al., 2018; Salas et al., 2017). According to Salas et 
al. (2017), the use of problem-solving is most important for fathers, while self-efficacy is 
most important for mothers. They also found that both positive problem-solving and high 
efficacy expectations were correlated to life satisfaction for fathers.  
 Emotion-focused coping. Singh et al. (2006) noted that parents are typically 
taught problem-focused, rigid antecedent and contingency management techniques, used 
by teachers; yet the authors contend that parents have not had adequate training in 
emotion-focused methods, which are also needed by parents. Perhaps the negative 
research results on emotion-focused coping did not consider the lack of training in using 
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emotion-focused methods effectively. Olshansky (1962) stated, in his classic treatise on 
chronic sorrow, that parents require the opportunity, from time to time, to ventilate, 
clarify, and legitimize their feelings in order to increase comfort in living with a disabled 
child. Yet, non-supportive (minimizing, punitive or distress) reactions, when not 
ventilated in the correct manner, can be detrimental. In a study of families with 4-year-
old children with DD (Paczkowski & Baker, 2007), the children of parents with medium 
or high levels of non-supportive reactions had significantly higher problem behavior than 
the study’s non-DD control group; this finding supports the notion that poor mastery of 
“parenting behavior has greater impact on at-risk children” (p. 444). However, problem 
behaviors in children were similar in both groups when comparing parents with low 
levels of non-supportive behaviors. Gray’s (2003) study of HFA and AS families 
suggested that problem-focused methods, while sometimes used for anticipation, 
planning, and as a tool when things go wrong, are not the day-to-day coping skills 
employed by families, in real life. Most families took things one day at a time and dealt 
with problems as they happen. The top mothers’ strategies were to separate the child 
from its siblings, vent emotions, turn to religion, and to participate in therapy. Fathers 
coped by keeping their children busy and suppressing their own emotions. In fact, Salas 
et al. (2017) found that, for fathers of children with ASD, expressing negative emotions 
was just as correlated to life satisfaction as positive problem-solving. Therefore, it would 
appear that fathers could find benefit in developing appropriate ways to release their 
emotions with a therapist, in a group, or using distress tolerance skills (e.g. Linehan, 
1993). There is particular danger in leaving traumatic events suppressed and unprocessed; 
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PTSD and a high risk for suicide can result (Klott, 2012), if fathers interpret events as 
traumatic.  
Yet, emotional suppression or avoidance are also emotion-focused coping that are 
commonly used, especially by fathers. According to Paynter et al. (2018) active 
avoidance is the second to problem-focused coping most popular coping strategy used by 
fathers. Goffman (1963) wrote about the common coping strategy of information control, 
in which families of the disabled attempt to pass as a normal family (and limit emotions) 
through restricting public encounters and covering the disability as much as possible, best 
illustrated by Goffman as the act of having a blind relative wear sun glasses. Studies have 
shown that avoidance strategies help parents adapt (Greeff et al., 2006), and that it is 
particularly common for fathers to use emotional distancing strategies (Glidden et al., 
2006; Grant & White, 2000; Seligman & Darling, 2007). Fathers typically achieve 
emotional distance through outside interests, especially employment (Grant & White, 
2000). In the study by Glidden et al. (2006), mothers of children with DD who had 
neurotic dispositions also had high levels of depression and low levels of subjective well-
being, yet neurotic fathers had normal levels of depression and subjective well-being, due 
to the use of escape-avoidance strategies. This study also found that the distancing 
strategy of detaching and minimizing one’s responses correlated to lower levels of 
subjective well-being in fathers. Broger and Zeni’s (2011) study of fathers of chronically 
ill children found that escape avoidance was more likely to be used by fathers with lower 
incomes, less likely to be used by married fathers than single or divorced fathers, and that 
the older a father is the less likely he is to use escape avoidance.  
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Mindfulness is an emotion/cognitive-focused intervention can have instrumental 
results. In Singh et al. (2006), three mothers were taught meditation and other techniques 
in order to become mindful—the quality of, “Having a clear, calm mind that is focused 
on the present moment in a nonjudgmental way” (p. 170). The authors stated that 
mindfulness promotes unconditional acceptance, focusing on one thing at a time, 
emptying one’s mind of limitations, and changes in neural networks. After 15 weeks of 
baseline data, the three mothers were trained for 12 weeks and they then practiced their 
new skills alone and with their children with autism for 52 weeks. The results 
demonstrated that the mothers reported increased satisfaction with their parenting skills 
and with their child interactions. In particular, as mothers focused more on the here and 
now and gained “unconditional acceptance” (p. 174) of their children, measurements of 
child behavior improved, in the form of significant reductions in aggression, 
noncompliance and self-injury. The authors observed that as the mothers’ behavior 
changed, their interactions changed, and their ability to think of educational alternatives 
beyond rigid ABA techniques was expanded. Featherstone (1980) stated a classic 
testimonial for mindfulness, “Living in the present represents a hard-won personal 
victory” (p. 29). She suggested that it is critical for parents of children with disabilities to 
shift one’s focus to the here and now and the quality of one’s daily experience. Research 
still needs to use fathers as subjects.  
Dykens et al. (2014) compared use of Mindful-Based Stress Reduction (MBSR), 
an emotion-focused intervention, to Positive Adult Development (PAD), a cognitive-
based one, with mothers of children with neurodevelopmental disabilities (65% with 
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autism). At the end of the six-week treatment, subjects who did MBSR had less anxiety, 
depression, improved sleep and life satisfaction than subjects who did PAD, but both 
groups similarly reduced personal stress and parent-child interactions. However, six 
months after treatment, the PAD-practicing subjects also had gains in life satisfaction, 
reduced depression and dampened anxiety response. In addition, they had gained 
character strengths of “practicing kindness and gratitude” (p. e460). The researchers 
stated that cognitive-based strategies can be effective but need more time and reflection.   
A cognitive coping strategy, mentioned by Goffman (1963) but rarely seriously 
studied, is the use of humor. Finally, a study by Rieger (2004) investigated how families 
of children with severe disabilities use humor in their daily lives. Three out of the six 
families studied had members with autism; participants consisted of 30 family members. 
Each of these families cultivated their own sense of humor. The authors stated that humor 
became an effective tool to deal with disability by helping members see themselves as not 
being serious, even though their duties were quite serious. The functions that humor 
served in these families were as: (a) a stress remedy for releasing negative emotions, (b) a 
means of learning, (c) a tool for problem-solving that enables one to laugh, not fight, (d) 
a means to connect with others, (e) a communication tool that allows permissible 
disrespect through teasing, (f) a prevention of engaging in putdowns by laughing at one’s 
self and making the disability not serious, (g) an expression of freedom, by allowing 
people to laugh at the human side of themselves, (h) a tool to build optimistic thinking, 
and (i) a way to discover one’s playful spirit, demonstrated by the action of parents acting 
goofy when their child is in a bad mood in order to pull themselves (and maybe child) out 
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of a negative attitude. More research into the effectiveness of humor and into how 
professionals might cultivate this way of coping will be welcomed, since it may be useful 
to fathers. 
Methods of coping often depend on the type of families and parents. Altiere and 
Kluge (2008) suggested that higher levels of family cohesion is associated with increased 
use of coping behavior, such as reframing and social support, and less passive, 
disengaged behavior. Enmeshed families had the highest use and satisfaction with 
coping. Altiere and Kluge (2008) even concluded that it is not maladaptive for a family 
with a child with autism to be enmeshed. Personality type appears to affect coping style 
in parents of children with DD (Glidden et al., 2006). Neurotic parents have high use of 
escape-avoidance, confrontive (aggressive problem-solving), self-blame, but also positive 
reappraisal (reframing for a positive meaning). Extroverted parents regularly use positive 
reappraisal, problem solving, but also escape-avoidance. Not surprisingly, 
conscientiousness was negatively correlated to escape-avoidance strategies.  
Parents who care for their child alone have developed their own, mostly cognitive, 
coping methods. There is one qualitative Welsh study (Grant & White, 2000) of nine 
mothers and one father of ID children who are lone carers. These parents did not find 
outside sources to be useful, they did not have time to relax or use emotion-focused 
methods, so they relied mostly on their own personal resources. Cognitive coping was 
most used. These parents used the cognitions of humor, looking at the positive side of a 
situation, trying not to blame, taking one day at a time, and having a firm belief in 
themselves. Time management, a problem-focused method, was also important. The 
   
84 
difficulties and pressure of raising a child with autism alone are certainly immense. Yet, 
little research has been done to investigate what it is really like and about how 
professionals should best support such parents.  
Fathers certainly have coping styles that differ from that of mothers. Planful 
problem solving (using a deliberately analytic approach to solving problems) was most 
used by both mothers and fathers of children with DD in Glidden et al.’s (2006) study. Of 
note, the frequency of use by fathers was positively correlated with fathers’ subjective 
well-being; yet mothers used planful problem solving more often than fathers. Salas et al. 
(2017) found that mothers use the emotion-focused strategies of expressing emotions and 
social support while fathers preferred problem-solving. Levy-Shiff (1999) stated in her 
study of parents of typically-developing children that problem-focused coping is the 
central stress buffer for fathers, but it did not moderate stress in mothers; yet men actually 
used problem-focused coping less often than mothers, in his study. In Hovey’s (2005) 
study of fathers of chronically ill children, similar problem-focused strategies were most 
used. Yet, the fathers were not particularly involved in information seeking, such as 
reading and making trips to the doctor, and they needed to defer to their wives, who were 
seen as having studied more about their child’s condition. Mothers also coped by seeking 
social support far more frequently than fathers. Positive reappraisal was effective in 
increasing subjective well-being in both mothers and fathers, and it was used most by 
adoptive parents of children with DD. Emotion-focused coping relates to adjustment in 
mothers, but it is negatively related to well-being and child involvement in fathers (Levy-
Shiff, 1999). Hovey (2005) noted that a low percentage of fathers smoke or use alcohol 
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or drugs, as an emotional release. Of those who do, only 50% of them find it helpful.  
And yet a study by Pottie and Ingram (2008) suggested that gender does not 
moderate the effectiveness of coping techniques on the daily moods of parents of children 
with ASD. The study found that seeking support, problem-focused coping, positive 
reframing coping, emotional regulation coping and compromise coping all significantly 
predicted daily positive mood, and distraction coping (doing pleasant activities) and 
emotional regulation coping predicted less daily negative moods. On the other hand, 
escape coping, blaming coping, withdrawal coping, and helplessness coping predicted 
lower daily levels of positive moods.   
Finally, it is important to note that coping styles change within a family’s 
lifecycle, according to two studies of families of children with ID. Grant and Whittell 
(2000) cite these coping changes happening during: (a) pre-school, when emotion-
focused stress alleviation are used (such as crying and drinking), due to lack of 
confidence in parental ability, (b) school-age and young adult years, in which problem-
solving is used to set up a regular routine and set priorities; many solutions will be tried 
until one works, and (c) when child is over forty years of age, when cognitive methods 
predominate, such as reframing the meanings of situations (humor), using religious and 
other philosophical beliefs, due to acceptance and resignation of one’s roles. In Kim et 
al.’s (2003) three-year study of parents of adult children with ID, there appeared to be 
group stability in coping strategies, at first review of their data. Yet, on an individual 
basis, these researchers discovered major changes in coping strategies happening, as 
subjects shifted from problem-focused to emotion-focused or vice-versa.      
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 Results. The above sections described the individual factors affecting fathers with 
children with autism. This section is a description of the overall effects on fathers. In 
particular, level of depression, marital quality and in-home family adaptation and quality 
of parenting are focused on, since, according to Bristol (1987), they are the results of the 
earlier-mentioned factors.  
 Depression has been found to be significantly higher in families and parents of 
children with autism even before the births of the children (Ghaziuddin, 2005; Piven & 
Palmer, 1999). Davis and Carter (2008) found that 17% of their subject fathers had 
depression symptoms in the clinical range; subject fathers had more depressive symptoms 
than controls in the study by Remington et al. (2007). Yet, depression was significant for 
mothers but not for fathers, in the study by Davis and Carter (2008). Giallo et al. (2015) 
found that fathers of children with ID (44.8% with ASD) reported significantly higher 
depressive and stress levels than normative data; the proportion reporting severe to 
extremely severe levels of depression, anxiety and stress was 6-8%. Hoy (2012) found 
that fathers of children with ASD have symptoms of depression but that they are 
uncomfortable with depression and showing their emotions, in general, leading to 
avoidance. In Bölte, Knecht and Poustka’s (2007) study, 50% of parents in multiplex 
autism families and 25.3% of parents in simplex autism families had scores for 
depression that were above the normal range. Closely related to depression is stress, and 
both Baker-Ericzen et al. (2005) and Herring et al. (2006) found participant fathers to be 
significantly higher than control fathers; Oelofsen and Richardson (2006) found that 67% 
of their fathers with DD children reported parenting stress within the clinical range, 
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whereas only 10% of the control fathers did. Unfortunately, although it is a classic 
treatise in its own right, it would still be valuable to have quantitative data to back up 
Olshansky’s (1962) statement that most parents of a “mentally defective child suffer 
chronic sorrow throughout their lives” (p. 190).  
Secondly, marital quality appears to be generally high for fathers of children with 
DD, yet problems with parenting stress, depression and lack of outside support greatly 
influence marital quality (Kersh et al., 2006). A study by Scorgie and Sobsey (2000) 
found that, at a ratio of two to one, parents of children with disabilities professed that 
their marriages were actually strengthened, since they needed to work together in order to 
survive. Yet it appears that bonds of affection weaken, due to parental demands 
(Seligman & Darling, 2007), and fathers perceive that wives become less concerned with 
their sexual relationship (Davis, 2001; Hovey, 2005). Traditionally, studies suggested 
that, in couples with children with DD, the divorce rate and marital distress rate is not 
higher than the national average (Seligman & Darling, 2007). Yet, this is an area of 
dispute. Freedman et al. (2012) looked at data from the 2007 National Survey of 
Children’s Health (77,911 children, including 1,412 with ASD) and concluded that there 
was “no evidence to suggest that children with ASD are at an increased risk for living in 
a household not comprised of their biological or adoptive parents” (p. 545). Yet, Hartley 
et al. (2010) conducted a longitudinal study that compared how long the marriages of 
couples with a child with ASD (n = 381), and those of couples with non-disabled children 
(n = 385) survived after the births of their children. For the “targeted child’s” (p. 453) 
first eight years, the study found that divorce rates were quite similar in the two groups. 
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Yet, after age eight, the divorce rates of couples with non-disabled children began to 
decrease and eventually tapered off so much that it became “virtually nonexistent” (p. 
453) by the time their children reached age 26. However, the divorce rate remained high 
for couples of children with ASD “throughout the child’s adolescence and early 
adulthood and did not decrease until the target child reached age 30 years” (p. 453). 
Other significant findings were that three-quarters of couples with a child with ASD 
remained intact, and that younger maternal age and having a child with ASD later in the 
birth order were predictors of divorce.  
Thirdly, in-home family adaptation and quality of parenting appear to be quite 
variable, from qualitative research, however quantitative research is lacking. It appears 
that family adaptation can be poor and isolating (DeGrace, 2004; Grant & White, 2000), 
or that families eventually adapt successfully using painful or joyful means (Rieger, 
2004; Rudiger, 2007). Research suggests trends in distancing behavior in fathers, which 
pertains to both family adaptation and quality of parenting. Distancing is often brought on 
by mothers excluding fathers (Seligman & Darling, 2007) or by fathers using distancing 
as an effective emotion-focused coping method for themselves (Glidden et al., 2006; 
Grant & White, 2000; Seligman & Darling, 2007). There also appear to be trends in 
fathers becoming less involved and less efficient in parenting, due to greater child 
problem behavior (Bristol et al., 1988; Kersh et al., 2006). Yet, fathers commonly appear 
to have important, functional roles in families with children with DD. Fathers lead 
recreation and play activities (Gray, 2003; Potter, 2017b), transport their children to 
therapies, reinforce lessons learned in therapies, meet with teachers (Frye, 2016; Potter, 
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2017b), do daily childcare routines (Potter, 2017b),  and are strongly involved with their 
non-disabled children (Bristol et al., 1987), although time is a challenge (Giallo et al., 
2015; Luijkx et al., 2017). Of course, more research is needed to confirm most of this 
information, quantitatively.       
 Conclusion. In considering the support needs of fathers of children with autism, 
one needs to first peruse the burgeoning literature pertaining to their adaptation. Although 
there are a number of obvious gaps that need to be addressed, this literature identifies 
many unique problems, suggests a large variety of support needs, and imparts some 
insight into how these needs could be filled. There are greatly ignored areas of research, 
including fathers who care for their child with autism on their own, fathers who have the 
role of primary caregiver, sole caregiver or gay fathers. Therefore, all fathers of children 
with autism must not have traditional roles, although research is needed understand how 
common non-traditional families with autism are. Understanding fathers in traditional 
family structure may be a good first step.  
 Throughout each part of the Double ABCX family crisis model, fathers’ 
challenges and needs are delineated. In-person support is needed from EI teachers, 
various child therapists (i.e. OT, PT and speech), special education teachers, social 
workers, ministers and psychotherapists. Yet, often informal support provided by family, 
friends, neighbors and people from social organizations that fathers belong to can be most 
important (e.g. Antonucci & Akiyama, 1987; Dunst et al., 1988). The primary focus of 
professionals is to train and support both parents (including fathers) to help them raise 
their children (Garcia-Lopez et al., 2017; Paynter et al., 2018; Shave & Lashewicz, 2016; 
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Thullen & Bonsall, 2017). Yet, encouraging, training and setting up opportunities for 
parents to establish informal support networks that will help sustain them and their 
children is also important (Carpenter & Towers, 2008; Paynter et al., 2018). The 
particular support needs of fathers appear to be somewhat different from that of mothers 
(Antonucci et al., 1998; Burdit & Antonucci, 2007; Oelofsen & Richardson, 2006). 
Therefore, it is a good first step to use qualitative research with fathers of children with 
autism to phenomenologically examine their experiences and perspectives regarding 
support. It is hoped to determine (a) whether support received has been ideal, and if not, 
(b) what their unmet support needs have been, and (c) in what ways they would want the 
delivery of support to improve. After that, quantitative research could be used to 
determine how generalizable this information is. If this information can be generalized to 
a majority of fathers of children with autism, programs to better support fathers can then 
be tentatively designed and research can lead the way in designing ideal programs for this 
very needy population of fathers.        
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Chapter III 
Method 
 
 This study sought to examine what fathers of children with autism recognize as 
their support needs, how well these needs have been met, and how they would like to 
improve the nature and delivery of support for fathers. The topic is of importance since 
mothers have garnered practically all of the attention in research on support. This is not 
surprising, since mothers receive most of the attention by professionals and also get more 
informal support. Yet, the preceding literature review indicates that fathers may have 
their own, often different, support needs and that many of them may not have been 
satisfied.  
 Due to a gap in knowledge about their support needs, this study was specifically 
designed to answer these research questions concerning fathers of children with autism: 
• What do fathers conceive that they need for support? 
• How do fathers feel about the degree to which these support needs are being met? 
• In what ways would fathers want delivery of support to improve, if at all? 
 The design included two sequential parts: interviews using qualitative 
methodology,  followed by a survey sing quantitative methodology. First, by interviewing 
fathers of children with autism, it was hoped that deep knowledge would be gained about 
the support needs and preferences of a group of fathers. The information learned from the 
first part shaped the formation of the second part of this study: a questionnaire to collect 
information from a larger population of similar fathers. The second part of the study was 
designed to gather a more general picture of father support needs and preferences.  The 
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study could best be described as a “partially mixed equal status design [in which] the 
quantitative and qualitative phases have equal weight” (Leech & Onwuegbuzie, 2009, p. 
270).  
Study Part 1: Father Interviews 
Interviews with ten fathers of children with autism were accomplished in the first 
part of this study. In this section, details regarding the methods used to collect and 
analyze interview data are presented.  
 Participants. In order to create a cohort of members whose challenges may be 
similar and show reliable trends, three other qualifications were used to select 
participants for inclusion in the study. Firstly, fathers of children with autism between the 
ages of five and twelve were recruited. This age group was chosen due to an aspiration to 
(a) access information about support during the school years;  
(b) access information about the experiences of support shortly after learning 
about the diagnosis, since parents of older children may have a much 
dimmer recollection of that part of their history; and  
(c) avoid the different issues presented by children who are undergoing 
adolescence.   
 Second, the fathers selected for inclusion in this study were biological fathers of 
their child, who lived in a household with their child and their female partner, and who 
shared parenting responsibility with their female partner.  
 Third, fathers selected for participation were those whose children have verbal 
speech challenges. Their children will have “a delay in, or total lack of, the development 
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of spoken language [or,] in individuals who do speak, there may be marked impairment 
in the ability to initiate or sustain a conversation with others” (APA, 2000, p. 70). It is 
logical to assume that fathers have particular challenges when they cannot have 
traditional two-way communication with their children, and research (e.g. Carpenter & 
Towers, 2008) supports this assumption. Using the criterion of verbal speech challenges 
also presupposes that these fathers have the particular challenges in raising a child who is 
on the lower or at least middle part of the autism spectrum. High functioning children 
with AS, for example, will not have verbal speech challenges and will be capable of 
meaningful two-way communication. However, raising such a child can offer very 
significant, although quite different challenges (Gray, 2002; Gray, 2003). Therefore, data 
from such parents may have caused increased variability.  
 Recruitment. Recruitment for the first interview part of the study was largely 
through convenience sampling and the snowball method throughout the Greater Boston 
area, to make sure that in-person interviews would be feasible for both the participants 
and interviewer. Three means were used to recruit families to participate. First, I used the 
help of teachers or administrators of Special Education programs that I knew in public 
and private schools within Massachusetts. They identified fathers that they believed 
would be willing to participate, and they sent out the author’s request by mail or email 
without giving the author their information. Second, these same teachers and 
administrators posted the study fliers on bulletin boards, in newsletter emails and 
included them as handouts at events. Third, notifications were posted within any 
newsletters (print or Internet) of autism family organizations that the author could find in 
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the Greater Boston area. These included every regional Arc organization, autism and 
special needs family centers within major agencies. The listserv for the Federation for 
Children with Special Needs was also used to recruit parents directly and to encourage 
professionals in the Special Education field to post the study flyer.  
 Prescreening. Twenty-four volunteers showed interest by directly going to a 
prescreening website, emailing or calling the researcher. All volunteers were directed to a 
short online survey using Qualtric software, designed to collect demographic information 
as specified below to determine if they met the selection criteria (Appendix C). The 
survey began with an explanation of a request for Informed Consent (Appendix A). 
Those who agreed were then asked to provide some demographic questions including:  
(a) age of father; 
(b) whether the child has autism; 
(c) age of the child with autism;  
(d) whether the father was the child’s biological father;  
(e) marital status (married, living together, divorced, single or 
separated);  
(f) gender of partner;  
(g) racial identity (white, black, Asian, Hispanic or other);  
(h) ethnic identity; 
(i) educational background (some high school, high school or GED, 
some college or technical school, college, or graduate degree);  
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(j) employment status (full-time, greater that full-time, part-time, 
unemployed or retired);  
(k) SES information (identifying as low, middle or upper); 
(l) child’s school (public or private). 
Those who did not meet selection criteria on questions b through e (not between the ages 
of five and 12, not the biological father, and/or not living with a female partner), received 
a message thanking them for participating and indicating that they did not qualify. The 18 
fathers who did qualify at this point in the screening process were asked to leave their 
phone numbers and specify a good time to reach them by phone for the second part of the 
screening. 
 The second part of the screening was designed to determine if their child 
demonstrated the characteristics targeted in this study: both ASD but also having verbal 
challenges or “not appropriate socio-communicative behaviors” (Ly & Goldberg, 2014, 
p. 474). Both the Social Communication Questionnaire Lifetime and Current forms were 
used in order to assure that the children of study participants had and still had these 
autism-related characteristics at the time of the study. The SCQ has been validated as an 
autism screen for children over the age of two, and it is reported to differentiate students 
with autism from students with AS, by parsing out the differences in language problems 
(Chandler et al., 2007; Daniels et al., 2012; Eaves, Wingert, Ho, & Mickelson, 2006). 
Both the Lifetime and Current forms of the SCQ were administrated during the phone 
call, by the researcher asking the fathers a series of questions from the instrument. The 
inclusion criteria cut-scores was 22, which is the score “required to separate autism from 
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other ASDs (Rutter, Bailey & Lord, 2003, p. 17). The eight fathers whose children did 
not meet the inclusion criteria based on responses to this survey were told that they did 
not qualify for this particular study and were thanked for participating. Qualified 
participant fathers were sent information about the next part of the study, the interview, 
and told specifically about the incentive for participating (a $20 gift certificate from a 
choice of three retailers) and the informed consent form (Appendix A).  
Participant demographics. Demographic information about the ten fathers who 
were interviewed are presented in Table 1. Fathers ranged in age from 37 to 50 (m = 
42.7). Nine fathers identified as white or Caucasian and one identified as Asian. Eight 
fathers reported various European-American ethnicities, one Israeli-American, and one 
Indian. When asked about the highest degree earned, one reported high school, three a 
bachelor’s degree, and six reported graduate degrees. Nine fathers reported that they 
worked full-time, and one held two part-time jobs. Seven fathers considered themselves 
to have medium socio-economic status, while three considered themselves to have high 
socio-economic status.  
Their children’s ages ranged from 5 to 12 years old (m = 8.7). Eight were male 
and two female, which corresponds to the 4:1 male: female ratio sighted by DSM-5 
(APA, 2013). Six children went to public schools and four attended approved private 
schools serving students with disabilities (known as 766 schools, in Massachusetts). Two 
fathers reported their children had older brothers who had “Asperger’s Syndrome.” Table 
1 details demographic information. 
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Table 1 
Interview Participant Demographic Information 
Father Child age 
Child 
gender 
Child 
school 
Father 
age Ethnicity Education Employment Economic 
1 7-8 Male Public 37 Caucasian High school Full-time Medium 
2 9-10 Male Public 42 White, Anglo-Saxon College Full-time Medium 
3 5-6 Female Public 42 White, Caucasian Graduate Part-time Medium 
4 5-6 Male Private 50 
White, Anglo/ 
Scotch/ 
German 
Graduate Full-time High 
5 5-6 Male Public 43 White, Israeli/ American Graduate Full-time High 
6 11-12 Male Private 43 White, Italian/ Irish Graduate Full-time Medium 
7 11-12 Male Private 45 Asian, Indian Graduate Full-time Medium 
8 11-12 Female Private 42 White, white College Full-time High 
9 11-12 Male Public 41 White, white College Full-time Medium 
10 7-8 Male Public 42 White, Italian/ Irish Graduate Full-time Medium 
 
 Data collection methods. Face to face interviews were conducted with each 
father at the time and location convenient for the fathers. Prior to the interviews, the 
fathers were sent and asked to sign the letter of informed consent (Appendix A) and to 
complete the chart from the Revised Convoy Model (derived from Smith, Greenberg, & 
Seltzer, 2012). Fathers who had not completed this chart and/or the informed consent 
before the scheduled interview did so while the researcher was setting up for the 
interview. The ten fathers were then interviewed for the purpose of collecting their 
perspectives. Interviews lasted from 51 to 105 minutes with an average duration of 78.8 
minutes. 
  Interviews were conducted using a standardized semi-structured interview format. 
This format was chosen since it served my interest to (a) not unduly influence the 
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information given by interviewees, (b) cover similar topics with all interviewees, and (c) 
allow the interviewees to cover information and topics that the author might not have 
considered and will discover to be significant. Interview questions focused on the types 
and nature of formal and informal supports that fathers have had and preferred to have 
had as related to (a) understanding the diagnosis, (b) their emotional reaction to the 
diagnosis, and (c) their coping with the reality of parenting a child with autism. Appendix 
E contains the ten questions that I asked in these interviews. Every question was asked in 
each interview. In addition, it was sometimes necessary to write and add another question 
to ensure that needed information would be covered within the interview. I attempted to 
ensure that the subjects of the diagnosis, etiology, emotions, stresses, parent training, 
support networks, and services were adequately covered.  
 Each interview was recorded via digital audio recorder and written notes.  All 
information covered in the interview were noted, including nonverbal data, such as body 
expressions (e.g. shoulder shrugs or rolling the eyes) or voice inflections, and, when 
needed, an extra question was devised to ensure that important information was not 
omitted.  
After the interviews were completed, they were transcribed into written form. 
Phone calls were scheduled with each participant for the purpose of clarifying 
information and conducting member checks. Prior to the phone call, each participant 
received an email containing a short, two-page summary of their individual interviews, 
including direct quotations. Participants were asked for confirmation of information 
described in the summaries. Every father confirmed via email that a member check via 
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phone was unnecessary. All information collected from emails were recorded as notes 
and were backed up by saved email. One father had minor corrections, and every other 
father confirmed their member check without corrections.  
A volunteer graduate student from the Boston University Wheelock College of 
Education and Human Development, approved by the dissertation chair, helped by 
checking five (50%) of the transcriptions for accuracy. This same volunteer also helped 
as a peer de-briefer, who helped check for coding accuracy, in the next stage. All records 
were kept confidential by using only numbers (i.e. “Participant 1”) to identify each 
participant on all records and within the study. The actual identity of all participants was 
kept in a confidential file in my home office, in a locked room. Information from this 
study was only shared with members of the author’s dissertation committee, and even 
these members did not know the real names of any of the participants.  
Positionality. I am the father of a child with autism, whom I raised as a primary 
caregiver and for four years as a single parent. Having experienced first-hand how needed 
support was not available for me, especially after my first wife died, I recognized that 
fathers’ needs were rarely considered by professionals and literature often echoed my 
experiences. In addition, I am a psychotherapist who has regularly worked with families 
of children with special needs. However, I also realized that mine was not the typical 
journey of a father raising a child with autism in a family that included an involved 
mother. Therefore, I chose to focus on fathers who were in traditional family situations 
challenged by having such a child. Although it may be impossible for me to attain true 
neutrality, I tried to reflexively stand back and recognize that these fathers had dealt with 
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support realities that were often different from those that I had experienced. For example, 
the experience of gatekeeping, in which mothers take over childcare duties and criticize 
fathers for perceived incompetence (Allen et al., 1999; Pelchat et al., 2003), was an 
unfamiliar concept to me when it arose; yet it was evident by study data and supported by 
literature. Another example required greater reflection. When two fathers were very 
adamant that they felt left out of training and communication by therapists and 
schoolteachers, my experience and empathy led me to initially see a greater pattern that 
did not truly exist. By stepping back and looking at data from all fathers, a more complex 
pattern arose. Fathers did wish for professionals to improve their ability to keep fathers in 
the loop, but, considering their other duties, most were accepting of a more limited role 
than I had imagined. Although this concept was foreign to me, it followed general father 
literature.   
Data analysis. Both qualitative and quantitative data were analyzed. Quantitative 
data were derived from the Convoy model filled out before the actual interviews began 
and demographic information collected at prescreening. Qualitative data came from the 
recorded and transcribed interviews. Both types of data were incorporated into the final 
analysis.  
Quantitative analysis. Data from the fathers’ completed Modified Convoy models 
and demographic information were entered into the SPSS (IBM SPSS, 2016) program. 
SPSS was then used to generate descriptive statistics from the quantitative information. 
The findings concerned satisfaction with and size of support network, travel time and 
frequency of contact with support network members, and sources of types of support and 
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criticism within their networks (whether they considered spouses, family and friends to 
be confidants, sources of respect or criticism, etc.). Each item was analyzed for mean, 
median and range as they applied to friends, family and, when applicable, spouses.  
Qualitative analysis. Grounded Theory was the theoretical approach used to 
analyze the data (Brantlinger, Jimenez, Klingner, Pugach, & Richardson, 2005; Patton, 
2002; Strauss & Corbin, 1994). This theory seeks to “strive for objectivity” (Patton, 
2002, p. 488), provides “some standardization and rigor” (p. 489), while its core mission 
is “to build rather than test theory” (p. 489). Yet, I had (a) already conducted a literature 
review prior to data collection, and (b) personal experience with the subject, as described 
in the previous positionality statement. Therefore, an important part of ensuring 
credibility of the research was for the researcher to use “researcher reflexivity, [in which] 
researchers attempt to understand and self-disclose their assumptions, beliefs, values and 
biases” (Brantlinger et al., 2005, p. 201).  
In the preliminary stage of analysis, interview data, both verbal and nonverbal, 
and later clarifying (member check) information, were analyzed on an ongoing basis, as 
interviews were completed. This was done to determine whether saturation of data had 
been accomplished. Such early analysis was accomplished by use of a process/outcomes 
matrix to compare experiences of fathers and how they affected their viewpoints and 
needs for support. If saturation had not been achieved based on data from the first ten 
father interviews, more fathers would have been recruited and interviewed until 
saturation had been achieved, but that was not necessary. The goal was to arrive at a point 
in which “interviews discern the same information given by earlier respondents” 
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Brantlinger et al., 2005, p. 198).  
In the first real stage of analysis, preliminary topical themes were established 
from this matrix, since “developing some manageable classification or coding scheme is 
the first step of analysis” (Patton, 2002, p. 463). Data were entered into NVivo 10 
software (NVivo 10 for Mac, 2014). Open coding was used by segmenting data into 
groupings of similar important statements and/or quotations and then data were organized 
into very broad subject-related categories. In the second stage, axial coding of data was 
used to develop the earlier categories into new groupings. Multiple grouping schemes 
were attempted, using NVivo, to develop new categories, if appropriate and perhaps quite 
different from what I might have predetermined by my literature review. One category 
had to do with the fathers’ joy in raising their children and the positive aspects of how 
this experience affected their own growth. Categorical themes were first delineated as (a) 
Behavioral challenges/ Instrumental (tangible) help, (b) Early reactions to child’s 
diagnosis/ Early help, (c) Emotional challenges for father/ Emotional help, (d) Parent 
training and help, (e) Educational/therapy stresses, challenges and help, and (f) Positive 
relationship with child/ Father growth. Then, frequency of similar comments and 
noteworthy quotes (the earlier chunked statements) were determined by grouping them 
into coding sub-categories in NVivo. The author used the method of “disconfirming 
evidence…[in which he] looked for evidence inconsistent with these themes (outliers)” 
(Brantlinger et al., 2005, p. 201), again by grouping such disconfirming evidence next to 
the other ones within NVivo groups. 
In stage three, an “elaborate classification system emerged during coding” 
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(Patton, 2002, p. 464) that created a very detailed subject-oriented codebook. The codes 
within the codebook related to distinct parts of the experience of being a father of a child 
with autism with many detailed sub-categories within each category, with each sub-
category containing numerous quotations and statements, as evidence. In addition, these 
codes were compared to statistics generated from SPSS concerning demographic data and 
the Modified Convoy model to augment and tweak the codes with greater evidence. The 
researcher shared this codebook with the peer de-briefer, who confirmed its reliability. 
Then in stage four, substantive coding was accomplished through reflective examination 
of the data that included additional readings of the transcribed interviews and deductive 
analysis. Larger themes emerged that were found to be the most compelling and 
important to the field. An overall narrative structure for the fathers’ stories was created 
that further organized presentation of the themes in which detailed codebook data fit in 
nicely. Finally, rich descriptions were used to relate the experience and ideas of these 
participant fathers and to generate theories from the results.  
Credibility/Trustworthiness. In order to ensure rigor of the qualitative analysis, 
several credibility measures were used that follow suggestions by Brantlinger et al. 
(2005). Data triangulation was used by collecting not only interview data but also 
Convoy Model data from the participants. The study also included peer debriefing, in 
which a doctoral student in Special Education reviewed data and conclusions for 
groundedness in the data and potential biases. Disconfirming evidence, code frequencies, 
and code representativeness (i.e. number of participants per code) were used throughout 
the study to indicate the range of responses. Member checks were also used for “taking 
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analyses and interpretations of data to participants for validation of (or support for) 
researchers’ conclusions” (Brantlinger et al., p. 201). This process was accomplished by 
(a) developing short summaries that were reflections (not interpretations) of what each 
participant said, (b) sending each participant’s short summary to them via email, and (c) 
contacting each participant by email to ask for confirmation of their summaries via phone 
contact. All fathers confirmed via email that the summaries accurately captured their 
responses. No changes were made. In addition, a clear audit trail was made to keep track 
of all interview data, including times, dates and all that was observed, both verbal and 
nonverbal.  
Reliability. To check for reliability, a code book was developed. Another doctoral 
candidate at Boston University with experience in the field, the peer de-briefer, analyzed 
two randomly selected interviews. Kappa for coding reliability in the two interviews were 
k = 0.635 and k = 0.649, for a mean of k = 0.642. Therefore, strength of agreement was 
“good.” The peer de-briefer then read through the rest of the ten interviews to check the 
coding and thematic conclusions throughout all of the interviews. She agreed with the 
coding and thematic conclusions as they were presented. 
Study Part 2: Father Surveys 
 Online surveys were designed to collect information from a larger population of 
fathers of children with autism. The goal was to gather a more general picture of father 
support needs and preferences. In this section, details regarding the methods used to 
collect and analyze data are presented.    
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 Participants. Participant criteria for the survey included: (a) the biological fathers 
of children with autism, ages five to twelve, (b) who co-parents with a female partner, 
and (c) who have a child with verbal speech challenges.   
 Recruitment. Recruitment was done largely through posting on related 
organization websites that regularly post research opportunities, including The Federation 
for Children with Special Needs parent voices list serve, Asperger’s Association of New 
England and many smaller organization sites. Each agency was contacted by email and 
asked to disseminate the recruitment material. A total of 23 agencies were contacted; 
69.6% agreed to post their material.  
Prescreening. Questions presented in the online survey were used to pre-screen 
participants. First, demographic questions were used to screen for those who (a) were 
male, (b) had children between the ages of 5 to 12, (c) were the child’s biological father, 
(d) were currently living with their child’s mother, and e) co-parented, regardless of 
marital status (see Appendix D). Then the SCQ Lifetime and Current forms were 
presented, also within the online survey, to determine whether, in fact, their children had 
both autism and verbal challenges, and thus whether the fathers were appropriate for 
inclusion in the study. Inclusion cut-offs were a score of 22 in both forms. By using the 
skip logic in the online survey, fathers who did not meet inclusion criteria were directed 
to exit the survey, immediately. Those fathers who did qualify continued onto the rest of 
the survey questions.  
Participant demographics. A total of 52 fathers completed the online survey. 
None of the interview participants participated in the survey part of the study. Geographic 
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representation of the group can be viewed in Table 2. Demographic information for the 
participants can be viewed in Table 3. More than 80% of the participants were between 
the ages of 31 and 45 and 73.1% identified as white. Forty-eight percent had a college 
degree and 78.8 % worked full time.  
Table 2 
Geographical Origins of Participants 
Region State n (%) 
New England Massachusetts 6  (11.5) 
 Vermont 4  (7.7) 
 Rhode Island 1  (1.9) 
Northeast New York 6  (11.5) 
 Maryland 3  (5.8) 
 District of Columbia 1  (1.9) 
 New Jersey 1  (1.9) 
South Tennessee 3  (5.8) 
 Texas 1  (1.9) 
 Virginia 1  (1.9) 
 North Carolina 1  (1.9) 
 Louisiana 1  (1.9) 
Mid-America Colorado 3  (5.8)   
 Wyoming 1  (1.9) 
 Ohio 1  (1.9) 
West California 9  (17.3) 
 Arizona 1  (1.9) 
 Washington 1  (1.9) 
Unknown Unknown 7  (13.5) 
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Table 3 
 
 
Demographic Information for Survey Participants 
 
Father’s age group n (%) 
21-25 1  (1.9) 
26-30 2  (3.8) 
31-35 20  (38.5) 
36-40 12  (23.1) 
41-45 10  (19.2) 
46-50 6  (11.5) 
51-55    1  (1.9) 
Father’s Ethnicity  n (%) 
Hispanic or Latino 8  (15.4) 
American Indian or Alaskan Native 2  (3.8) 
Asian 2  (3.8) 
Native Hawaiian or other Pacific Islander 1  (1.9) 
White 38  (73.1) 
Mixed race or other race 1  (1.9) 
Father’s educational background n (%) 
Some high school 3  (5.8) 
High school degree or GED 4  (7.7) 
Some college degree 8  (15.4) 
College degree 25  (48.1) 
Graduate degree 12  (23.1) 
Father’s employment status n (%) 
Full-time 41  (78.8) 
More than full-time or 2+ jobs 1  (1.9) 
Part-time 3  (5.8) 
Unemployment 6  (11.5) 
Retired 1  (1.9) 
Father’s economic status n (%) 
Low 7  (13.5) 
Medium 39  (75.0) 
High 6  (11.5) 
Father’s marital status n (%) 
Married 47  (90.4) 
Living together, separated or divorced 5  (9.6) 
Child’s age group n (%) 
5-6 15  (28.8) 
7-8   19  (36.5) 
9-10 12  (23.1) 
11-12 6  (11.5) 
Type of school that child attends n (%) 
Public 35  (67.5) 
Private 16  (30.8) 
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 Data collection.  “The Fathers of Children with Developmental Challenges 
(FCDC)” questionnaire (Ly & Goldberg, 2014) was the main survey instrument used to 
collect data from participants. The FCDC questionnaire is a validated instrument 
developed as “an easy-to-administer self-report measure of fathers’ perceptions of 
supports for, and barriers to, their involvement with their children with DCs 
[developmental challenges]” (Ly & Goldberg, 2013, p. 1). The 20-item questionnaire was 
shown to have high reliability and validity, using a test group of fathers, 72.3% of which 
had children with ASDs. Of particular interest to my study, FCDC scores in the original 
Ly and Goldberg (2013) study were found to be significantly correlated to Parenting 
commitment (P < 0.001), and significantly negatively correlated to Social communication 
severity (P < 0.01) and Parenting Stress (P < 0.001). Written approval for use was 
received from the authors of the FCDC and is included in Appendix G.   
Measures. The FCDC is designed to collect data using a 5-point Likert scale. 
Generally, a score of 1 indicates a greater need and a score of 5 indicates lesser need for 
support. For purpose of presentation on Tables 1 and 2, ratings of “strongly agree” and 
“somewhat agree” were combined, as were “somewhat disagree” or “strongly disagree.” 
This was done to more efficiently describe patterns and to highlight differences in the 
data. However, means and standard deviations presented are based on raw scores using 
the 5-point Likert scales. As in the original FCDC study (2014), several items were 
reverse coded, in order for all items to conform numerically with the greater-to-lesser 
support need scores described earlier. The FCDC contains “two reliable subscales” (Ly & 
Goldberg, 2014, p. 478), “Impacting on Parenting” and “Involvement in Parenting.” In 
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addition, it includes a list of reasons why fathers do not attend therapy and educational 
meetings.  
To augment the FCDC, eight additional items were added (Appendix F), and ten 
items from the Convoy Model, as modified by Smith et al. (2012) were also included. 
The Convoy Model is a binary (yes-no) scale assessing positive and negative spousal 
support. It contains two subscales, “Positive Support” and “Negative Support.” These 
extra items were needed to obtain support-related information that were covered in the 
interviews 
Procedure. The survey was distributed and administered online via Qualtrics and 
served to pre-screen prospective participants, get informed consent, administer the 
questionnaire and then to allow completers to confidentially email their contact 
information in order to receive a $10 gift certificate for their participation. All of these 
actions were done in one online session. While participants were advised that they could 
request paper forms of the survey, none were requested.  
The first screen of the survey was the informed consent (Appendix B) and 
included a specific affirmation of consent to participate. Fathers who did not consent 
were directed to a page that thanked them for consideration of this request and exited 
them from the survey. Fathers who consented were directed to a screen that stated (a) 
there will be a few prescreening questions to determine whether each father qualifies, (b) 
if a father does not qualify, he will be immediately notified and no more of his time will 
be asked, and (c) no gift certificate will be given. The third screen contained the 
demographic questions (Appendix D) and SCQ. When any of the prospective participants 
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answered questions in a way that disqualified them, they were thank and exited from the 
survey. Fathers who did qualify were advanced to the FCDC questionnaire. The 
participants took from three to 83 minutes to complete the full survey, with a mean of 
18.8 minutes. Upon completion, participants were asked to leave their contact 
information in order to place a request for the gift card of their choice. This information 
was immediately sent to a study email address attended only by the study liaison, in order 
to preserve confidentiality. The liaison was an administrator from Boston University’s 
Wheelock College of Education and Human Development who was approved by the 
dissertation chair. The liaison was a volunteer who was not otherwise connected with the 
research, who kept participant identifying information in a separate location from the 
author.  
There was a defined period of five months in which data were collected by this 
Qualtrics survey. After all of the 52 participants had completed their surveys, data from 
these participants were downloaded and imported into SPSS for analysis.  
Data analysis. Data from the FCDC were analyzed using descriptive statistics. 
Scores of individual items in the FCDC, total FCDC scores, and scores from the two 
“reliable sub-scales: (a) Impact on parenting and (b) Involvement in child intervention” 
(Ly & Goldberg, 2014, p. 278) were calculated and analyzed. Additionally, responses to 
questions derived from the Convoy model were analyzed, which aimed to gather 
information about spousal/partner support, using Positive and Negative support 
subscales. Also analyzed were responses to the author’s items concerning “Sources of 
support” and “Support from others.” Demographic information about the fathers and their 
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involvement were additional data sources.  
In order to test for internal consistency of each scale, Cronbach’s Alpha (a) was 
calculated. Since a = .691 in the Involvement in Parenting subscale for this sample, 
demonstrating questionable reliability, it was necessary to omit question number 20 
(Professionals comment to wife). The resulting subscale, used for all analyses, was a = 
.824 (good reliability). The Negative Convoy subscale reliability for this sample was a = 
.693, yet it was not possible to remove any items to raise the Alpha. In addition, the 
Support from Others subscale had questionable reliability, at a = .685. It was found that 
removing question number 5 (support group for only fathers) increased reliability to  a = 
.762 (acceptable), and this resulting subscale was used in all analyses. 
Mean and standard deviation were calculated for item scores for the FCDC, the 
Convoy model, “Sources of support,” “Support from others,” and the various 
demographic variables. The sub-scale of “Impact on parenting” was created by 
computing the mean score and standard deviation of the first 12 items of the FCDC. The 
sub-scale of “Involvement in child intervention” was created by computing the mean 
score and standard deviation of the last eight items of the FCDC. A similar computation 
was done to create the “Support from others” subscale.  
Relationships between demographic and questionnaire data were analyzed, using 
Chi-squared analysis or sometimes linear regression, when linear data were analyzed. 
Analyses of variance were also conducted to determine relationships between data. New 
regression analyses were then run to determine the extent to which significant 
relationships predict one another. 
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Chapter IV 
Results 
 
The purpose of this study was to examine the experiences of fathers of children 
with autism, as related to their support needs. The research questions of this study were  
a) What do fathers of children with autism perceive that they need for support;  
b) How do fathers feel about the degree to which these support needs are being 
met?; and 
c) In what ways do fathers want delivery of support to improve, if at all?  
What follows is a description of the results of the two parts of this study, beginning with 
the analysis of in-depth interviews with a sample of ten fathers, followed by an analysis 
of survey data from 52 fathers. 
Study Part 1: Father Interviews 
The findings from data collected during interviews with ten fathers are presented 
in the following sections as are information collected via the Modified Convoy Model 
form (Smith et al., 2012) administered at the start of the interview. Data from the convoy 
model form are presented in Tables 5 and 6, and Figures 1 and 2, and they are discussed 
within the presentation of the interview results.  
 Analysis of these information sources led to an overall narrative structure, 
grounded in the data from the fathers, that, initially, raising their children had been 
difficult and they ultimately adjusted fairly well, yet as they suggested, had they had 
some specific types of suport, their journeys and present lives would have been easier. 
The analysis led to three major themes: (a) adjusting to and raising children with autism 
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is difficult, (b) adjustment is possible, and (c) specific supports would have been helpful. 
Table 4 presents the themes and sub-themes. What follows is a discussion of themes and 
sub-themes gleaned from the interviews, which help reveal the fathers’ challenges, met 
and unmet needs, and suggestions for improvement.  
Table 4 
Interview result themes and sub-themes 
 
Themes Sub-themes 
 
Adjustment and raising children was 
difficult 
• Reacting to diagnosis 
• Defining one’s role 
• Navigating support  
• Trying to improve one’s support 
network 
 
Adjustment is possible • Journey from detachment to emotional 
attachment and joy  
• Reframing 
 
Specific supports would have been 
helpful 
• Getting an early plan 
• Peer friendships, mentoring and support 
groups 
• Receiving respite 
 
 
 Adjustment and raising children was difficult. Participant fathers discussed 
how challenging it had been to suddenly adjust to becoming a father of a child with 
autism, in a successful manner. News of the diagnosis was particularly challenging for 
the fathers, and their reactions demonstrated the degree of their difficulties. They also 
found that raising their children was difficult, with the particular challenges of defining 
their new role in the family, navigating support in order to meet each of their child’s 
needs, and then trying to gain personal support by improving their own support network.   
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 Reacting to diagnosis. Fathers noted several common reactions to learning about 
and beginning to cope with their children’s autism diagnoses. They also told about the 
support given at the diagnosis and about how they hoped it could be better.  
 Shock, numbness and disbelief were described by six fathers as their initial 
reaction when given the diagnosis. Father 10 remembered, “It’s like getting punched in 
the stomach and you can’t catch your breath, and you don’t know what to feel, what to 
think.” Father 1 related his experience to battle, “You get the blank stare…the thousand-
yards stare, at first…You literally saw my facial expression go dark, so to speak, and 
knew that it was time for me to leave the room before anything [laugh].” Secondary 
reactions were reported by five fathers, which minimized the gravity of their child’s 
situation and made them hopeful, similar to fantasy thinking described by Kubler-Ross 
and Kessler (2005). Father 6 considered the matter to be “a temporary thing” and 
expected that the child would “catch up.” Father 8, who reported having “Asperger-y 
behavior” and having a mother who was a late-talker, reported that he felt that there was 
precedent for his child to “pull out of this.” Father 7 described the reaction that both he 
and his wife had as, “Shock and sadness and hope, actually. At that time, we had…some 
hope that magically everything would turn out right. You know, blind hope, blind 
optimism.” Fathers had reactions consistent with those experiencing grief and loss. In 
fact, their emotional reactions are similar to the stages of grief described by Kubler-Ross 
& Kessler (2005). 
 Anger and/or sadness then reportedly set in for many fathers. Only three fathers 
specifically described feeling anger or frustration, but it was very strong for them. Father 
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1 described that he had a strong reaction after he received testing scores from the doctor 
and in seeing his wife in tears, “You want to rip the guy’s head off.” Father 10, whose 
child had a regressive form of autism, felt frustrated and perplexed, “It’s even more 
questioning. Why? Because he was talking.” Yet, most fathers were merely frustrated, 
overwhelmed by what this diagnosis might mean for the child and for them, and sadness, 
especially in the form of disappointment and hopelessness. There was grieving that their 
original dreams, hopes and plans for their children’s lives would never happen and 
thought about all of the things that their child would never be able to do was recalled by 
eight fathers. For example, three fathers recalled being sad that they would not be able to 
play baseball with their sons. This disconnect between what they had hoped for their 
child and perceived reality took these eight fathers “to the worst mindset,” as conveyed 
by Father 1. They reported having a period of hopelessness and introspective sadness and 
needing time to “get settled.” As Father 8 recalled, “I just sort of slowly came to the 
realization: she’s not going to get much better.” One example of the drastic effects of this 
realization came from Father 5, a father with military experience, 
I was crushed. It’s a…the first time after many, many, many years that I cried… I 
remember driving and crying…I’m a very strong person…I went to battles and so 
on. And I cried maybe once before that in my adult life, and that’s it. 
 A sense or feeling of denial was described by six fathers. Three fathers felt 
confusion and difficulty believing in the validity of the diagnostic process or in the actual 
diagnosis. Two fathers expressed that they had felt that the process was more 
interpretative than medical and considered it at the time to be an “opinion” or ambiguous. 
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The strongest statement came from Father 2 who was uncomfortable in accepting the 
diagnosis and in calling his child disabled. “It was kinda strange... It seemed more 
interpretive than diagnostic…My initial reaction was, ‘Alright this is one person’s 
opinion of a very poorly defined disorder, and we’re going to be very careful about how 
we talk about it.’” Three others who reported being very involved with their children 
began their involvement with a period of denial and detachment. The periods of denial 
appeared to have lasted from a few hours to a year, after which each of these fathers 
accepted their child’s condition and fully became part of the child’s team. Father 1, who 
took about one full year for his full acceptance, recalled what the dynamics were like and 
what he believes all fathers face, in this circumstance, 
You’re going to be in denial, because your child just got told that he got autism. 
You’re going to be looking at your son or daughter and looking at everything they 
do and putting it in a microscope, compared to what you do with a normal 
scenario. At the same time, while you’re doing that, you don’t realize that you are 
emotionally detaching away from your significant other. Until you deal with what 
you have going on with what you have just got told, then you really can’t help out 
with the situation…The denial drives the marriage apart… you’re not there for 
each other, at the time. She’s going through one set of emotions and you’re going 
through a different—another set. 
 Yet, it must be noted that three fathers (3, 9, and 10) described feeling somewhat 
ambivalent, because they had had a long wait for the diagnosis. Their children were given 
other inconclusive diagnoses or only suggestions for speech therapy before they finally 
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saw qualified specialists who gave their child the autism diagnosis. Like the other fathers, 
they initially felt shocked and sad, but shortly after that they felt relief and validation. 
These fathers explained that they were relieved that they would finally have help in 
treating what they had suspected. “It was like a huge step forward,” as Father 9 recalled. 
The ambivalence of the situation was expressed by Father 3. 
We felt validated, finally, after 4 years of this…I felt relieved, because I knew 
that having that word associated with my daughter meant access to way more 
resources than we currently had. It was also disappointing, because the girl is just 
beautiful and wonderful. 
 Fathers reported that at the point of diagnosis, doctors did not always empathize 
or accept the fact that they were “crushed.” Additionally, one father reported that, when 
receiving the diagnosis, one doctor had been somewhat concerned about his own physical 
safety since some fathers, in the past, had demonstrated extreme anger upon hearing their 
children’s diagnosis. Three fathers specifically spoke about a lack of empathy. In 
addition, five fathers complained about how, once the diagnosis was given, they were not 
given information about what it would really mean to their lives of their family and how 
to explain it to others. There was no plan for what to do next. “They did, ‘Here’s a 
pamphlet, if you have any questions, just give us a call. Have a nice day,’” as Father 1 
recalled. They also were not given any idea about the trajectory and dangers of this 
condition. For instance, Father 4 complained, “we had no idea about the risk of bolting… 
later we found that it’s one of the leading causes of kids with autism with an early death, 
is that or drowning.” He would have liked “acceptance of the fact that you were just 
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crushed by somebody telling you that your son is this and then not getting the 
information of what it really means.” Also, they were not even given a list of whom to 
contact, such as special doctors or insurance. When they left the office, they had not been 
given the tools to explain their child’s condition to family and others, making them very 
uncomfortable. For example, Father 1 remembered how he got a lot of odd questions 
from people, assuming the worst, “Does your son walk around on his tippy toes? Does 
your son talk? Does your son just sit in the corner and do nothing? Is he a vegetable?” 
 Right after the diagnosis and without needed information about autism, eight of 
the fathers recalled needing to work hard to get as much information as soon as possible 
about autism. Every father reported that they conducted research on their own, in 
collaboration with their spouses, using the Internet, books, pamphlets given to them, and 
even reading scholarly studies. Father 10 called it “an insatiable amount of reading.” 
However, lacking credible sources of information to counter what two fathers called the 
“crazy science” that one may learn about on parent Internet sites or in the media, four 
fathers and their spouses came up with ideas of how to “fix” the problems. They either 
hoped that speech therapy and delaying the start of kindergarten would work, followed 
special diets and/or went to many medical professionals, seeking to find a cure. As Father 
10 remarked, 
There’s a way to turn it, there’s a way to get them a life, there’s a way to—I use 
the word recover, maybe it’s not the right word. But, there is a way to give them 
happiness that wasn’t there.  
Father 6 recalled trying to find a cure “chasing ghosts,” and he looked back as needing, 
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Something that is more accessible or centralized…not trying to like exhaust all 
resources that I possibly can to make it better… somehow I could have been 
grounded… maybe if there was some organization that you could be a part of and 
sort of understand things. 
 After looking it up on their own, all fathers, or at least families, joined a local 
autism organization. Resources they reported accessing included family support 
professionals, literature and networking with other parents. Organizations mentioned 
included family autism centers at their local Arc and Asperger-Autism Network. Yet only 
three fathers mentioned eventually joining a medical group dedicated to autism. These 
fathers learned about these medical groups through other parents and/or their family 
autism center and wished that they had learned of them earlier. What made such a group 
useful was that knowledgeable social workers connected to their child’s doctors 
counselled them about autism and referred them to services needed. 
 However, one father (5) reported having a very positive experience with the 
neuropsychiatrist who diagnosed his child. This doctor pointed him to literature that 
helped him acclimate to what he would be going through and to better understand his 
child’s diagnosis. Later on, he and his wife began meeting with him every one-to-two 
months both to better understand their child’s condition and to receive psychiatric 
medication prescriptions for their child.  
 Defining one’s role.  As part of making sense of their new situation, study fathers 
had to define what role they needed to play, which included but was not limited to 
providing for the family, financially. They spoke about finding their role in the child’s 
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therapy and education, and in becoming adequately trained. They also discussed their 
overall role in the family.  
Coping with scheduling therapy into their lives was reported to be a major 
challenge. Most of them had experience with therapists working with their child at the 
family home, with four of them receiving that service at the time of the study. This 
convenience was described by some as stressful. According to Father 5, his home had 
become “like a train station” with therapists constantly at this home. Yet, some noted 
therapists as being the most compassionate professionals they worked with. Some even 
came to feel comfortable integrating in-home therapists into their homes. One father (1) 
explained how he did it: 
I could not be any happier with them…I’m a very sarcastic person. So, I like to 
fool around a lot. So I like to keep it a joking—make you feel at home type of 
scenario… we almost treat them as family, now.   
Five fathers also told about the stress of driving their children long distances for therapy 
or educational appointments, a task that often disrupted their workday. Children of three 
fathers went to or had gone to private, residential schools long distances from their 
homes, necessitating weekly pick-up, resulting in additional stresses. 
 Fathers reported feeling left out of therapy training and often criticized by 
therapists and their spouses for not being more involved or inadequate application of the 
training with their children, however, they were often unavailable, due to work 
commitments. They noted that from the time shortly after diagnosis, their wives received 
great, personal support from the almost entirely female staffs of therapists who came to 
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their houses, and three fathers noted that Early Intervention providers never spoke to 
them. Since they, themselves, were absent from most therapy appointments, eight fathers 
remarked how their wives had effectively fostered relationships with therapists and others 
who worked with their children through a type of woman-to-woman bond. Many wives 
“leaned on a lot of the therapists” (Father 6) early on, and continued to have close, 
personal relationships with them up to the present time. Fathers reported, generally, that 
they tried not to interfere in what they perceived their wives were doing competently, on 
their own. Therefore, these fathers recounted how, most of the time, their wives taught 
them about their children’s particular therapies and lessons that fathers also needed to 
follow up on, and their wives were often the major source feedback on how to handle 
their children better. However, three fathers reported that they regularly received 
criticism for not “adhering to programs or routines in a consistent way,” as Father 4 
shared. Relatedly, in not receiving direct, adequate training, six of the fathers indicated 
frustration with both the Applied Behavioral Analysis (ABA) approach and the 
individuals assigned to provide ABA services. As related to the approach, one father (4) 
said, “It felt like we were programming him, and it just felt wrong.” Another father (10) 
complained that the ABA “book” was followed like a “cookie-cutter.” Also, fathers 
commented on the lack of oversight by the certificated therapist, as they received their 
direct services from an aide. 
 Yet there were four fathers who mentioned that they were unavailable to receive 
direct training, due to work commitments. Only one of them, Father 9, felt left out and 
wished that he could go to “therapy sessions and doing the learning and stuff like that that 
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[wife] is doing. I mean…I don’t know, like, how you’d make that happen, but that would 
be like…. That would be huge for me.” Notably, one father said that he preferred to work 
with his children without therapist training. There were also two fathers who did not feel 
that they needed direct training; as one put it, he could “learn from her a lot about the 
things that are going on” (5). Other fathers, the primary caretaker and the joint caretaker 
fathers, had received training, but felt criticized when implementing the therapies. 
However, three fathers noted how the direct training that they had at one time greatly 
improved their effectiveness interacting and working with their children.  
Many fathers (seven) reported that it worked well for their spouse to take the lead 
as related their child’s education, although fathers reported that it was often a challenge 
for fathers to stay connected with what was going on. They noted that their spouses 
assumed the involved, full-time jobs of (a) taking care of all therapies done inside and 
outside of the house with scheduling, hosting, understanding how to implement the 
therapies with the child, and in providing transportation; (b) being the leader in 
communicating with the school and developing important relationships with teachers and 
therapists at school; (c) doing most of the talking and advocating, if necessary, in school 
meetings; and (d) childcare. Most fathers seemed comfortable with receiving educational 
information second hand, through their wives. Several, however, expressed a wish to 
receive information more directly, among them a father who described himself as the 
primary care provider and a father who considered himself co-equal. The primary care 
provider father expressed particular frustration with all school communication going 
directly to his wife, despite the fact that he informed the school of his preferences. He 
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elaborated that, due to her gender, his wife,  
still gets all of the contacts. Even though I always say: Father, primary caretaker, 
here’s my phone number—call me first! Never happens. That’s the one way, I’d 
say that—just automatically call the mother first—automatically. And that’s a 
royal pain in the ass. Because I’m the one that needs to be doing that shit, you 
know. So, she has to forward everything to me. So, that’s the one thing I can say. 
As far as person-to-person, it’s not been that obviously different…I would want to 
push that idea that there’s two parents. Like, and you don’t automatically assume 
into it that the mother is going to be the one doing all this stuff. 
 With the exception this primary caregiver father, every father participated in some 
other way, especially related to financial and placement challenges. They were involved 
in decisions regarding the placement of their children in what they considered to be the 
best programs possible. After doing much of the research, three fathers decided to move 
to new towns and two fathers changed careers in order to move their families to enable 
them to access what they considered to be better services. Four others sought to get their 
school systems to grant out of school district placements, especially when there were 
serious behavioral challenges that they felt the current school district was unprepared to 
deal with. Father 8 paid out-of-pocket the cost of a private school while he waited for a 
resolution of the disagreement with his family’s district of residence regarding placement 
in that school. This necessitated him taking out a second mortgage on his home in order 
cover the cost.  
 Many of the fathers discussed the stress caused by the additional cost of 
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supporting their children. Some fathers reported that they were forced to ask relatives for 
financial assistance. Four fathers paid out of pocket for therapies that were not covered 
under insurance, one of the them paying $400 per week for speech therapy and $700 for 
occupational therapy.  
 The primary training needs described by eight fathers were related to finding 
services for their children and planning for their children’s future. An important topic was 
insurance, financial planning and government benefits for people with special needs. 
Also important for them was understanding the Special Education system and services, 
parent and students’ rights and how to advocate for services. While fathers identified the 
need for training, only one father admitted to enjoying such trainings; most fathers found 
it difficult to find the time to travel to get to such sessions. Alternative formats such as 
online videos or parent forums were pointed out by four fathers to be most useful as they 
describe them as fitting in better with their busy schedules. Some fathers (five) called out 
networking as being of great help, as fathers shared experiences with one another to find 
out “what works?”  
 Navigating support. Fathers told about how they had to navigate to receive 
adequate professional and family support. This support was particularly needed 
concerning the challenges of dealing with their children’s behavior, and in coping with 
their own emotions.  
All of the fathers described the challenging behaviors of their child with autism 
and noted the ones that were particularly stressful to them. The most often mentioned 
ones were violence/meltdowns, bolting or elopement, sleep problems, and social 
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challenges. Meltdowns and violent behaviors, noted by eight fathers, could end in injury, 
damage to property and scare family members. These incidents include tantrums 
expected from a two-year-old toddler, but still occurring over six years later, as Father 6 
remarked, “in an eight to nine-year-old body.” Children had self-injurious behaviors, bit, 
spit on and pushed others, including parents and even siblings, and broke objects. One 
son broke windows and television sets. Especially “scary” impulsive behaviors for four 
fathers were bolting and elopement, which necessitated having their doors locked from 
the inside, usually requiring keys to open them. Stories of elopement and bolting ranged 
from several minor ones at home, a son crossing a busy street to surprise his father at his 
office, to other examples that raised great concern. One child had the dangerous habit of 
bolting for the middle of a busy street, where he would bend down to lick or touch the 
yellow line. Frequent child sleep problems were reported by five fathers, affecting their 
own lives. Fathers reported that their children woke up and stayed up for many hours, 
requiring special attention, such as “physical pressure,” causing father sleep deprivation, 
exhaustion and loss of their ability to concentrate, at times. Yet, three fathers concluded 
that being up “hundreds and hundreds of nights,” was necessary, because poor sleep 
reportedly related to greater aggression in their children. Father 9, who coped while his 
son “never ever” slept for his first few years, remarked, 
He never slept. His brain was like always going. Um, and…You know, now—and 
that was really hard for us—those first few years, just like never being able to get 
to go to sleep, om…It was like so emotionally exhausting that, like, our brains, 
like, were just not even there, for those few years [chuckle].   
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Father 10, whose wife had “passed right out” from exhaustion at one point, explained 
what they had to do: 
He can be up for 4 or 5 hours at night. Split it up. You, you’re up for 2 ½ hours, 3 
hours, “I need to go to sleep,” “OK, lay down.” Or, “Well, I’ll take it this night, 
and then, you know, you’ve got the next one.”   
 Five fathers mentioned the frustration of having a child who is unable or 
disinterested “in telling what is going on” with them. They found it difficult to be with 
their children who were emotionally disconnected, anxious and “emotionally blind” to 
them. This challenge is reflected by Father 2 who commented, 
I get sick of interacting with someone who is completely dependent upon you but 
also completely blind to context and maybe your emotional state, and whether 
you’ve just come in from a long day or a long drive or whatever, and he is 
immediately there, you know, asking for things. 
Some children seemed to prefer to be left alone and no longer wished to do activities with 
their fathers. For example, Father 9 stated that his twelve-year-old son became “more 
withdrawn” and “less interested in doing stuff with the family…It was fun to like do 
Legos together or read books together,” but, more recently, he had isolated to play video 
games, read and has frequently expressed hatred “like 10 or 15 times a day. It’s 
exhausting…I constantly feel like I’m just a terrible parent.” In addition, fathers reported 
that their children rarely told them much about what was going on with them. Father 1 
had a good example, 
We don’t get the verbal, we don’t get the talk...I’ll give you a for instance, we just 
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found out at the end of the school year that our child had a seven-year-old 
neighbor that was in his class, and we had no idea! 
 Fathers mentioned that their major unmet need to help them with these behavioral 
challenges was respite or physical aid from their family or trusted others. Five fathers 
mentioned the need to take care of their own personal and social needs and to have some 
time alone with their wives. Father 7 stated a common need. For “an hour or two to do 
your own personal stuff…That’s the one thing that would help. I think that that’s what 
we’re lacking in this society.” Seven fathers said that they currently did not have as much 
access to extended family members, as they would be a traditional source of support, 
however, since family either did not live close or were available for only part of the year. 
Participant fathers lived an average of 6.95 (Mdn = 4.92) hours away from their extended 
family members. The range was from a few houses down the street to, literally, halfway 
around the world (Table 5).  
Table 5 
 
Travel time and Visit/ Communication Frequencies with Support Network Members  
  
Family 
 
 
Friends 
m (Mdn) Range    m (Mdn) Range 
Travel times (hours) 6.95 hrs (4.92) .05 - 24 6.07 hrs (2.83) .17 – 24 
 
Visits/Communications  
(frequency/year) 
105.64 (49.34) 1 - 365 77.08 (80.67) 1 - 365 
  
Only one father had a family member who could watch his children at a regular 
time every week or “watch the kids whenever we need to go someplace,” yet four fathers 
noted that they did receive adequate respite much of the time. Some other arrangements 
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have helped. Although another father had elderly parents who lived next door, they 
frequently did “minor childcare” by “watching the kids after bedtimes so that [wife] and I 
could go out to eat or see a movie or something.” He has also been able to bring laundry 
to his mother or ask his father to run little errands, when the family is falling behind. 
Father 10 occasionally received help from parents in paying for the expensive babysitters 
who were capable and trustworthy to watch his children.  
Church had become like a second family for one father (4). Members had reached 
out to him and have been there for him when in need. Two men had “gone out of their 
way, almost in your face, ‘How can I help you?... I see you’re struggling, how can I be 
there to help you?’” This father had felt odd asking for help, but the eagerness expressed 
by these new friends had been greatly helpful. One of them, whom he called “a true 
mensch,” helped him in the middle of the night when the father was alone at home and 
confronted with his son’s serious stool-smearing incident. This friend came over and 
watched the child and the father’s other children while the father cleaned up. An older 
couple had also become an extra set of grandparents to the children on their frequent 
visits, providing some reduction in duties and useful, practical advice. Notably, this father 
also had an au pair living with the family.  
A few fathers (three) told about how practical, professional help in dealing with 
their children’s behavior was essential in reducing their own stress. As Father 2 said, 
“Take some of the load off. That will help with the feelings.” For example, they reported 
needing practical help in designing and implementing systems for dealing with 
behavioral challenges like bolting, and emergency protocols for when the child escapes 
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and they cannot find him or her. Two of the fathers reported school staff came to their 
homes to provide this help.  
 Fathers reported that they experienced strong emotions, yet they described 
themselves as conditioned to keep them in, or to hesitate to ask for help when they, or at 
least their spouses, realize that they really need to express them. Current feelings of 
anxiety and frustration emotions were described by every father. Father 2 explained he 
was “constantly on edge, constantly have to worry about things…it’s just draining,” a 
sentiment repeated by many of the fathers. It was stressful for them to be patient, stay 
calm, non-reactive, keep their children safe, and be “consistent 100% of the time.” Every 
father mentioned emotional fatigue and certain behaviors that challenged them 
emotionally. When Father 3’s child repeatedly did not follow his instructions, he was 
exasperated, “I’ve told you this like 700 times and you just don’t get it.” Father 2 told 
about being frustrated by the “whole autism thing” and his child’s emotional blindness. 
Also, four fathers reported being frustrated when seeing typical children and making 
comparisons. Father 1 described his emotions as being,  
All over the place… knowing that other kids can do this and that, it gets me 
frustrated… My kids aren’t very social with other people… I see other kids 
doing—playing with other kids—and I wish my kids could join in. So, it’s a little 
jealousy.  
Yet, eight fathers reported that worry about the child’s future bothered them the most. 
This anxiety was tied up in a sense of perpetual obligation. Father 5 expressed the 
concerns of many fathers. “Worrying about what will happen, you know, 10 years, 20 
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years, 30 years down the line. So, what happens when you’re not here?...That worry’s 
constant.” 
 Most fathers (nine of ten) described feelings of loss, sadness and isolation. Fathers 
regularly talked about mourning the loss of their dreams for their child and wishing that 
they were “not in this predicament.” Besides such grieving thoughts, fathers spoke about 
having a deep sadness or sorrow. They focused on how raising their child was tough, not 
easy, a “burden,” and were disappointed in their child’s limitations. Father 8 reported 
common feelings,  
Deep sadness and worry… You have to face the fact that you are not always 
going to be able to provide for them and think about the future… being self-
sufficient is an important thing. And [child] will never be self-sufficient. So, 
getting your head around that is difficult.  
Social challenges in playing with other children also caused sadness and concern by nine 
fathers. As expressed by Father 5,  
It breaks your heart when you see him going to friends, for example, or we go to 
the playground, and he doesn’t know…he wants to play with others, but he 
doesn’t know how...Today they still accept him. But, I’m sure that in a year from 
now, the gap and his peers and himself will be too much to bend for them even to 
feel interested in him…He sometimes does stuff or says stuff that fills our hearts 
again…So ups and downs. 
Feeling isolated was experienced at times by all fathers, although only three fathers 
specifically discussed loneliness. At one end of the spectrum was Father 2 who insisted 
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that he enjoyed always spending weekends at home with his family, even though his wife 
implored him to get out. Father 3 was on the other end of the spectrum, “I’m so isolated. I 
feel so lonely, most of the time, in my life, because of it. Because I don’t have anybody to 
share that with. Like, nobody. My wife…she doesn’t understand it.” Yet, all but for two 
fathers related feeling emotionally alone. Father 9 felt particularly lonely when having to 
deal with his child “having a meltdown and freaking out, and you aren’t even sure what 
you did to set them off.”  
 A tension comes from seven fathers admitting that they felt they had to be tough 
and to keep “everything in,” while they actually needed to express their emotions. Father 
3 explained “I’m socially trained to just be a rock. That’s what I’m told. You’re a man—
suck it up!” Father 1 said, “I’m Mr. Construction Worker, drive the truck, a marine…Mr. 
Testosterone, basically… I’m not a very showing of emotions person. I keep everything 
in. So, from me you’re not going to get the emotions…it’s going to be more or less or a, 
‘How do I handle this?’” Therefore, many fathers expressed the ambivalence of having 
strong feelings but feeling that they must not be expressed nor acknowledged. Yet, in the 
study, every father described the emotions that they had been dealing with. Notably, six 
of the fathers admitted that they really needed to have an outlet to express their emotions 
and three others admitted that their wives frequently told them that they needed to find 
ways to express their emotions.  
 It was noteworthy that the number of emotional outlets were limited for fathers. 
Only three fathers described having found one. Father 4, as pointed out earlier, had 
several people from his church who offered their support. Father 1 was able to find 
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support for emotions from a friend he had known since kindergarten, because this 
friend’s son was also on the autism spectrum. Father 3 found an outlet as a dedicated 
member of a videogame community. He regularly spoke online with “guys I’ve talked to 
for nearly a decade but never met in person.” He found that several of them have ASD in 
their families, and that they had been very supportive.  
Trying to improve one’s support network. Fathers related how they lost friends 
and they described how they needed to gain friendship with people who understood what 
they were going through. Yet, helpful support from their family also needed to be 
developed.  
Although every father expressed a sense of social isolation; most (eight of them) 
admitted to losing many friends as a result of their changed life circumstances. “It’s 
distance…and like I said, you know somebody long enough, you realize we don’t have 
the things in common that matter most to me” (Father 2). Their old friends did not 
understand their situation; it became uncomfortable to be with them or to speak to them 
about their children. Common feelings were expressed by Father 7, “I would like them to 
be more understanding. More empathetic…they don’t have the same level of empathy for 
someone suffering with autism as would someone with a major illness.” In addition, 
actual physical distance was mentioned by five fathers.  
Physical distance from friends was a factor for many fathers. Father 5 admitted, 
“I’m missing some…good friends…My best friends are in [hometown],” such as his old 
army mates. In fact, seven of these fathers did not have significant networks of friends 
nearby, reportedly due to having moved away from their longtime homes and friends, 
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mostly for their careers. Data revealed that study fathers were an average of 6.07 hours 
travel time from their friends, with the median being 2.83 hours (See Table 5).  
 Two fathers had retained extensive, supportive social networks. Father 8 had very 
supportive family members living nearby (his parents next door and siblings in the same 
town), and he also had the friendship of a school district director of Special Education. 
Father 1 was notable and unique in how well he maintained his circle of 30 friends whom 
he had known since high school or earlier, although he admitted to losing a few friends. 
He recalled how he related to these friends, after the diagnosis. 
After I basically went through the whole denial type of scenario, I was talking to 
them. I would say, “Listen, there’s nothing you can do. We are what we are and 
let’s just deal with it.” “OK!” So, friends are key! 
 Data collected via the Convoy model revealed some information about the 
frequency with which they contacted their friends and the nature of the support they 
received. Fathers reported that they communicated through various means with their 
remaining, mostly physically-distant friends on average 77.08 times per year (Table 5). 
As shown on Table 6, 60.6% of the friends served as confidants to the fathers and they 
were also a source of  respect (m = 79.8%) at similar levels to spouses (m = 80%) and 
family (m = 81.7%), and they were almost as important for reassurance (m = 47.7%) as 
family (m = 55.0%). It is notable, however, that friends were relatively poor sources of 
emotional support (m = 28.1%), for caregiving when fathers were ill (m = 31.4%), and for 
their own health care (m = 31.4%). Yet, friends were less critical of the extent of their 
involvement with their child (m = 6.6% for friends,  as contrasted with 60% for spouse 
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and 36.7% for other family members); made fewer excessive demands on them (m = 
4.5%; 40 % for spouse and 45.3% for other family); less often made them feel 
uncomfortable talking about their daily life (m = 13.1%; 20% for spouse; 18.7% for other 
family); and none were reported as blaming them for their child’s difficulties, however 
20% of spouses and 26.7% of other family members did.  
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Table 6 
Sources of Types of Support and Criticism 
 Source 
 Spouse Family 
(Range 1-5) 
Friends 
(Range 0-8) 
Type % m %/Mdn % m %/Mdn % 
Confidants 100 65.7/ 66.9 60.6/ (66.7) 
Reassurance 90 55.0/ 75.0 47.7/ (46.7) 
Emotional support 80 33.7/ 10.0  28.1/ (7.1) 
Respect 80 81.7/ 100 79.8/ (1) 
Care provider for personal illness 100 88.0/ 100 31.4/ 0 
Personal health care 100 50.7/ 53.3 35.7/ (24.8) 
Criticism regarding involvement with child 60 36.7/ 0 6.6/ (0) 
Paternal blame for child’s difficulties 20 26.7/ 0 0/ (0) 
Excessive demands  40 45.3/ 26.5  4.5/ (0) 
Discomfort discussing daily life with father 20 18.7/ 0 13.1/ (0) 
 
Notes:  Spouse:   
Percentage of fathers who reported their spouse provided each type of support or 
criticism   
Family and Friends:  
Range = Range of numbers of individuals in family and friend support network 
across fathers  
m/Mdn % = Mean/ Median percentage of individuals, family and friends in support 
network by type of support or criticism across fathers 
 
 
 All fathers eventually came to the same conclusion that “friends with typical 
kids…don’t understand” (Father 7) their circumstances and eight said they wished to be 
part of a peer group of parents who “get it.” It was particularly difficult for six of the 
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fathers to find a peer group of fathers who also had children with disabilities with whom 
they could network. Although they had many brief opportunities to discuss their 
challenges with similar parents during their children’s activities and school functions, 
most of this support appeared to be related to parent training, but not directly with 
emotions. Father 4 described attempts to become less isolated by reaching out to other 
families who had a child with autism, but he reported that they were unsuccessful, since 
child needs were so different and children did not interact with each other. Father 3, who 
was often home with his child, described his challenges as related to be a male in the 
stay-at-home role  “I have a really hard time making friends with other people for like 
getting play dates together or just hanging out and talking when the kids play. I can’t do 
that, because these young mothers…they don’t hang out with me.” Father 6 related a 
common sentiment concerning why he and his wife did not have much of a social life. 
“My week is work and my weekends are with [son]…On a Saturday night…we can’t just 
have a babysitter come over and watch [son].”   
 While four fathers had found some needed peer support, they expressed a desire 
for more. Father 1 had support from a friend he had known from age five whose son 
reportedly had Pervasive Development Disorder – Not Otherwise Specified.  “He’s the 
only one that I can emotionally talk to and do comparisons, like, ‘My kid’s doing this, my 
kid’s doing that…we tried doing this, we tried doing that.’” Two fathers (5 and 7) 
described forming their own informal groups of families who shared, in addition to 
children with similar disabilities, similar ethnicities for one and child attendance in the 
same school classroom for the other. Both groups had social and emotional support 
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elements to them. Father 7 helped form a support group of “five-six-seven families” who 
had children with autism and who shared the same ethnicity. They described infrequent 
gatherings, but more frequent phone contact. While they referred to the benefits, they also 
pointed out the groups did not lead to friendships for them. Father 9 described that online 
parent forums were a supportive community of people who “get it,” even though he 
yearned to have more. 
I would love to have more of a network of dads like me... I don’t have friends that 
I go out to dinner with, or anything like that. I don’t have a lot of, in real life, 
friends, I guess, but I have this social support system that is very important to me, 
through the Internet…I can say something on Twitter that’s like, “I’m really 
struggling with this,” or “I’m really having a hard day because of X.” And there’s 
a network effect of support. Like, “Oh, I’m sorry you’re having a tough day. 
You’re awesome. I believe you.” That kind of stuff. And it’s not about a specific 
individual as much as it is about this support and encouragement that I get from a 
community. 
Another reason for difficulty making such important connections seemed to be the 
fathers’ reticence to ask for emotional support, even from friends. As mentioned earlier, 
seven fathers reported that they had been “socially trained” to be tough, and that affected 
their willingness to seek support. Fathers compared themselves to their wives in this 
aspect. As Father 8 commented, “I think my wife has had a much easier time. And maybe 
that’s just the nature of who she is and the nature of who I am, in terms of finding that 
support.” Yet, Father 4 felt odd asking for help, but new friends who lived close by had 
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eagerly “gone out of their way, almost in your face, ‘How can I help you?...I see you’re 
struggling, how can I be there to help you?’” This father described these men to be of 
great help and that they made him feel cared for.  
Fathers provided some insight into the roles that their parents played in supporting 
them. Most parents, with time, were described as becoming supportive. After the 
diagnosis, for a period up to two or three years, fathers reported that often their parents 
were in denial about the parents’ own real challenges. These grandparents were described 
as not understanding the meaning of the diagnosis of autism or the cause of autism. 
Father 4 reported that his father once told him, “Oh, everyone has a bit of autism.” Their 
misunderstandings often led to being critical of the parenting choices of these fathers, 
including discipline and food. For example, the mother of Father 10 tried to give his 
gluten and sugar-sensitive son a cinnamon roll despite directions to not do so. Before 
their parents learned to adequately support them, fathers indicated they agreed with 
Father 5’s sentiment, “family-wise, we are alone.” Father 2 related a common feeling: 
“My parents, it’s they’re 425 miles away…I have a good relationship with them both, I 
always have, and they’re very good parents. It’s always wanting more emotionally 
than…I tend to experience.” Fathers reported that, on average, about half (55.0%) of their 
family members were sources of reassurance, and one-third (33.7%) were sources of 
emotional support.  However 36.7% were critical of their child involvement (Table 6). 
They also reported that slightly more than one-quarter of their family members (26.7%) 
blamed them for their children’s difficulties. By contrast, 20% indicated that spouses did. 
When asked about the source of excessive demands made on them, fathers reported, on 
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average, 45.3% of their family members made such demands while, in contrast, 40% 
described their spouses as doing the same. Data from fathers revealed that, on average, 
18.7% of their family members made them feel uncomfortable talking about their daily 
lives. Similarly, 20% reported that their spouses also made them feel uncomfortable.   
 Some fathers (six of nine) revealed via the interviews that eventually, some 
family members gained a greater understanding and were able to provide support to them. 
Since physical distance was a major challenge, phone contact and occasional visits were 
utilized, and they corresponded with them often (Table 5). Every father recounted that 
their parents supported them by giving them an emotional outlet to “vent” (as a few 
fathers referred it) about their problems, and two mentioned also having received 
financial help from their families. Fathers reported positive benefits of their parents’ 
visits, indicating that they felt less stressed and more reassured by their presence. 
Emotional bonds with brothers were mentioned by all fathers who had brothers, “We 
grew up together. So, you build a bond,” explained Father 6. As data in Table 6 reveal, 
fathers related that family members were confidants (m = 65.7%) and that they made 
them feel respected (m = 81.7%); slightly higher than what they reported for spouses 
(80%). 
 On average, fathers identified 7.9 specific individuals (Mdn = 8.5; Range 3-10) as 
members of their support network (Figure 1). Fathers were also asked to rate their overall 
satisfaction with their support network relationships (spouses, family members and 
friends) on a scale of 1 (very dissatisfied) to 7 (very satisfied). (Figure 2). The ranges of 
scores was between 3 – 7 and the average was 5.3 (Mdn = 5.25).  
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Figure 1. Numbers of family members and friends in fathers’ support networks.  
 
Figure 2.  Father satisfaction with relationships with their support network members.  
Note: Rated on a 7-point scale from Very Dissatisfied (1) to Very Satisfied (7). 
 
 Interview data revealed that professional emotional help was underutilized, 
although fathers often understood that the professionals could be helpful. There was a 
tension in which fathers reported a lack of support, yet they also suggested that they often 
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did not seek it from professionals. Fathers reported that they had not been able to find 
professional support equal to what their spouses got, and yet they also indicated that they 
themselves had rarely been available to receive such support. Six fathers noted that from 
the time shortly after diagnosis, their wives received great, personal support from the 
almost entirely female staffs of therapists who came to their houses, yet four fathers 
mentioned that Early Intervention providers had never spoken to them. Their wives often 
attended group therapy for mothers, but these fathers reported that they could not find 
suitable therapy groups aimed toward them, as fathers.  
 Although seven fathers wished that they had had more emotional support, only 
three fathers complained that there was a lack of resources, since they had reported 
looking for them diligently. None of these three fathers found an appropriate support 
group. Father 3 expressed his frustration, “I have an entire binder back there full of 
resources for children. I have a pretty much zero resources for father support, because I 
never really found true—like, it’s either ‘mother’ or ‘parent.’ It’s never like ‘dads.’” 
Father 1 remarked, “There’s not really a lot of support out there for fathers…it’s more or 
less a…you go to work, you come home, you help out. But as far as it goes from there, 
you’re on your own.” When Father 10 actually did find a group, he was “shaken to the 
core” by meeting a group of fathers with “no hope” who were focused on getting their 
children into residential settings.  
 However, it appeared that most of the fathers did not actively look for emotional 
support.  Except for some initial training with Early Intervention, it appears that only one 
father (the primary caretaker), was able to be present when therapists provided such 
   
142 
support. He felt left out, due to his wife’s woman-to-woman bond with the therapist. The 
rest of the fathers were not available, due to work constraints. Notably, three fathers said 
that they preferred to deal with emotions alone or with close family, as reflected in this 
comment by Father 7, “Nothing was ever offered or sought…I have preferred to fight my 
own battles by myself.” When asked about seeking services to deal with emotions, Father 
8 stated, “I’m just not that type of person.” 
 Although four fathers admitted that they would like counselling, only two had 
sought it. One father saw three different psychiatrists and gave up on each of them, 
because he considered none of them to be knowledgeable enough about his situation to be 
helpful. Yet, Father 4, who had been seeing individual and family therapists, was happy 
with his long-term therapy, and he suggested it for others. The four interested fathers 
expressed that they needed an experienced professional with knowledge of what parents 
of these children are going through whom they “really trust” and “has the empathy.” 
Counselling was mentioned to be really needed to (a) help deal with self-blame, and (b) 
emotional control, (c) marriage stresses related to having a child with a disability, and (d) 
guilt regarding their other children who have not received enough attention while focused 
on the child with autism.    
 Fathers related the primary importance and even dependence that they had on 
their spouses, yet tensions were evident due to the challenges of raising their children. 
Although they admired and were dependent on their wives, intense emotions and spousal 
criticism were common. Due to their family dynamics, their spouses had different roles 
from them, and yet many of them felt disconnected and desired to be more of an equal 
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partner, as a parent. They worked hard to have good “tag team” (Hock et al., 2012) 
marriages, but they wished to improve their marriages to become closer with their wives.  
 Spouses appeared to be the “number one source of support,” both emotionally and 
instrumentally for fathers. They seemed to have had no other outlets and five of the 
fathers admitted that their spouse was the only person with whom they could openly 
express their emotions. Even the fathers who tried not to express their emotions relied on 
their wives. As Father 2 remarked, “To the extent I talk about emotions with anyone, it’s 
going to be with her.” Father 7 assessed that his wife is “probably the one I would 
confide in…by far more than anyone else.” Every father indicated that their wives were 
the individuals in whom they confided in about important things, who would care for 
them if they were ill, and with whom they discussed their health concerns (Table 6). This 
can be contrasted with much lower reported support from friends for confiding (60.6%), 
care providing (31.4%), and personal health discussing (35.7%). Great admiration, 
partnership and mutual support with their wives was expressed by eight fathers, and they 
told how they helped one another “keep going.” They recognized their wives for their 
hands-on support with their children during the day. Even when their wives were often 
out working or their wives’ capabilities or personalities were not as “touchy-feely” as the 
fathers, wives were mentioned as contributing in ways that they depended on greatly. For 
example, Father 2 related that his wife “does much more of the heavy lifting, in terms of 
operational management and tasks, and I do much more of the 1:1.” Each father was also 
confident in his wife to care for their children on her own. As Father 10 admired, 
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She does everything and anything that I, I…Like, I’m going away for Monday--
I’ll be back on Saturday. . . . . It’s never a thing. The only thing I think about is, is 
she OK? Is she, she doing OK? Not are these kids cared for in the best way that 
they can. Not is my son happy every day, because that’s what she does. 
 Yet, challenges related to raising their children appeared to cause much tension. 
Intense emotions were reported to be very common by four fathers. Blame, anger, 
frustration and upset at each other were most noted. The main reason conveyed was that 
one or both parents were experiencing extreme exhaustion. Fathers reported that support 
for one another was easier when one person had energy and was feeling good, but it was 
especially tough when both parents were “down.” Father 1 correlated intense emotions 
with the fact that fathers feel isolated, emotionally, and most of them do not have anyone 
to speak to about their real challenges, besides their wives: “If you didn’t have someone 
to talk to or somebody to bounce off of, so to speak, and to get your emotions someplace 
else besides her, you’re going to be at wit’s end with your significant other all the 
time…and you’re going to be combative.” Spousal criticism was noted by three fathers. 
In particular, they had had a hard time following ABA training protocol and other 
behavioral rules especially after returning home exhausted from work. They sought 
support and feedback from their wives, but they regularly received criticism for not 
“adhering to programs or routines in a consistent way.” These fathers remarked that there 
was a paradox, whereby they both needed support and needed feedback or criticism from 
their wives, especially concerning following ABA protocol that they their wives were 
taught. As Father 9 related, 
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[My] main support comes from being a good team with my partner, my wife…. 
It’s complicated, because she’s the main one pointing out stuff I could be doing 
better. But she’s also the one helping me figure out how to do that better, I guess. 
So any success I have as a parent, I feel, is attributable to her. 
More than half (60%) of the interview fathers reported that their wives were critical of 
their child involvement, (Table 6), which was slightly more than what fathers indicated in 
the online survey (52.9%) (Table 11). Four fathers (40%) interviewed indicated that their 
wives made excessive demands, 20% indicated their wives blamed them for their child’s 
difficulties, and 20% made them feel uncomfortable talking about their daily lives. 
 A disconnect between the parents, with one parent involved and knowledgeable 
about every facet of the child’s life and the other one primarily involved with working 
and maximizing income was recognized as a challenge by seven fathers. Something 
resembling a traditional-type marriage had become necessary, since one parent generally 
needed to stay home all or most of the time to focus on the child with autism. For eight of 
the couples, the mother had needed to stay home with the child, yet two fathers, whose 
wives were doctors, had less traditional marriages. There were clear primary caretaker 
roles for eight of the mothers and for one of the fathers, which they appeared to accept. 
Yet, Father 10 told about the stress of this arrangement, “It brings out money issues, it 
brings out, you know, the one your fault, you know, I’m home now with the child all the 
time.” Tensions were expressed by five fathers about not being connected to what was 
going on at home, during the day, not being there to support their wives, and not sharing 
enough with them. Father 9 related a common feeling as he saw his wife focus on his son, 
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“The stresses I feel are being so busy and so focused on stuff outside of family that I 
don’t feel like I have enough time to devote to education and time to do stuff for my son 
as I would like.” This father and the others had the unmet need of inability to help 
adequately with childcare and going to therapy appointments with their children, due to 
work.   
 Yet, a few fathers were able to be more involved at home. Father 3 reported being 
the primary caretaker of his daughter. He had had to take two part-time jobs that were 
scheduled around her schedule and allowed him to be at home with her. Father 4 had a 
rotating schedule system in which he, his wife and an au pair took turns staying home 
with the children. Although he appeared to stay home much more than his wife did, she 
had cut back her hours practicing medicine, which had caused financial strain. In 
addition, Father 7 felt that he contributed adequately by taking his child to most therapy 
appointments. 
 The fathers reported that their main focus had needed to be on the child, then 
work and on financial support. Therefore, their marriages worked by depending on one 
another and being there to support their wives and their children. Five of the ten fathers 
indicated that an ideal goal would be a “50-50 split” of caretaking duties with the child, if 
that were possible, and that fathers should not rely on their wives to do everything. These 
fathers recommended improved teamwork. For example, Father 10 explained what had 
worked and what other parents need to do when a child is acting up at night, 
He can be up for 4 or 5 hours at night. Split it up.… Or, ‘Well, I’ll take it this 
night, and then, you know, you’ve got the next one.’ .…work off of each other. 
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Like play off of it. If you don’t, you’re gonna’ get sick, you’re gonna’ get angry… 
unintended consequences are going to come because of that. 
Eight fathers admitted that they wished for more from their marriage. Some 
reported that they forgot what it takes to be a husband. As Father 5 suggested, 
“Sometimes we need to stop and remember that you are, you’re a couple and you are best 
friends and all of that...and not just a logistical marriage.” Therefore, five fathers 
complained about their lack of physical intimacy being their biggest complaint. As Father 
2 related, “the stresses in our relationship are exactly what you’d think they would be. 
It’s, ‘We’re exhausted, uh…we don’t have enough money, and [chuckle] we never get to 
spend any time together apart from the kids.’” Fathers stated that their major unmet 
support need that could solve this problem was having adequate respite; trusted people 
who could step in and take care of their children. Half the fathers (five) mentioned their 
need to receive training or counselling in how to be a better husband and father. They 
wanted to understand what their wives and children were going through and what they 
could do to better support them.  
 Adjustment is possible. Despite the challenges and the reported lack of support, 
a clear theme observed in the interviews was how well these fathers adjusted to raising 
their children and even found it to be a positive experience through the act of reframing 
their understanding of their situation. Fathers progressed from early detachment to 
finding great joy and emotional attachment to their children. Eventually, the fathers were 
able to reframe their situation by first coming to terms with the fact that their children had 
autism and then learning to find benefit in the way in which their lives developed.  
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 Journey from detachment to emotional attachment and joy. Full acceptance and 
redefinition after challenging periods were described by all fathers. As described earlier, 
six of the fathers reported that they had had periods of time from a few hours to a year, 
shortly after the diagnosis, in which they detached from their family emotionally through 
ambivalence and/or denial. All but one father told about grieving that their original 
dreams, hopes and plans for their child’s life would never happen and thought about all of 
the things that their child would never be able to do.  
 It should also be noted that two fathers, shortly after the loss of their own fathers 
(which occurred a few years after they had received their children’s diagnoses) went 
through periods in which they felt suicidal. Father 10 reported that his father had become 
his closest supporter, but his father’s death triggered a three to four-month period in 
which he faced an existential crisis. This was part of a two-year period in which he had 
problems with waking up in the middle of the night, concerned with what will happen 
with his son and in the future. He recalled that he “would just sleep the whole weekend, 
be up at night, not have any interaction with my family,” and barely made it to work. The 
support of his spouse and a naturopath helped him refocus to supporting his family. The 
father of Father 4 had also become his greatest ally. Father 4 explained that after an initial 
time of misunderstanding, his father gave him a year of wonderful support and then his 
death left a major gap in support and a sense of loneliness. At that point, he experienced 
very challenging times, especially when his wife was working out of the house, and he 
was watching the children on his own. 
Sometimes the only way I could actually manage [child] was to put him in a car 
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seat and drive, because I couldn’t keep him safe. I was exhausted trying to keep 
him safe in the house. . . or outside. . . . And there were times I had—I didn’t act 
on them, but the thoughts arose—I had some suicidal thoughts that maybe it 
would just be better if I’d, you know, had a car crash and just ended it, and…. 
Obviously, I didn’t act on those, but those, at some points, since I was at such 
sense of desperation that those thoughts had come up.  
 However, all fathers reported they were able to redefine themselves and accept 
their new role. The journey of Father 5 was notable. He recalled having a hard time with 
acceptance, at first. Then he re-focused, “After almost two months for me, I said, ‘OK, 
that’s, that’s who I am, that’s what I am, now. Now we start the battle.’” By the time of 
the interview he stated with a grin, “Foremost I’m the father of [son], my autistic son. 
That’s how I define myself.” Father 2 noted that he counters down feelings with the 
thought, “Nah, this is the job, this is what you are here to do, so dive in.” Father 1 
remembered when feelings changed for him, “You start to realize it’s not a death 
sentence…. Once you start realizing he’s just another kid with a few little glitches here 
and there, you’re good.”     
 Although many fathers had initially been concerned that their child would be 
emotionally cold, due to the diagnosis, all fathers described development of great 
emotional attachment with their child. Father 4 remarked that, “There is definitely an 
emotional connection-bond between both of us.” There were eight fathers who reported 
that their close bond with their child was connected to a love of physical touch their 
child, being incredibly affectionate, endearing and had giving them unconditional love; 
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yet, another father told about a more intellectual bonding. Children of five fathers sought 
them out and really missed them when they were away. A few fathers said that their child 
even asked for them when they were sick; however, most of the children went to their 
mothers for emotional comfort. Most fathers noted that they were “for play” and three 
fathers were even the “touchy-feely” parent, in terms of hugs and tickling.  
 Every father described fun activities that they loved to do with their children. The 
most frequently mentioned activities were swimming and pool play, playing in the yard, 
playground and trampoline, hiking and walking in nature, doing bike rides and car rides. 
As Father 10 remarked, “The happiness comes every day I get to spend with him.” There 
were eight fathers who spoke about having special, regularly shared one-on-one times 
with their child. Several of them had a weekly routine in which they always went to a 
certain store, a restaurant, coffee shop and/or a train ride. All but one of the fathers of 
boys told about being a playmate for physical play, such as wrestling, putting them on 
their shoulders and letting them climb on them, especially in the pool. Some of them told 
about making up fun games together, such as Father 3 getting his child to insert 
imaginary batteries into him whenever he got tired from playing (an inventive way to get 
his child to do pretend play), or Father 2 getting his child to act out humorous television 
scenes with him. Some special activities made fathers burst with pride. For example, 
Father 6 told how his son regularly showed off his special skill for finding directions. He 
would point to his father’s shoulders while driving; thereby directing every one of the 
turns. “He sort of sees me as a playmate… Overall, I think we have a really good 
relationship.” 
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 Every one of the fathers conveyed real joys that their child with autism gave to 
them. First, many of the fathers said that their child had a very happy nature and several 
added that their child was beautiful, too. Similarly, fathers spoke about loving their 
children’s special innocence, delight, purity of genuine happiness and the joy on their 
faces. Father 3 expressed a common sentiment about his child, “I do get joy being with 
her, of course, because she’s so incredibly sweet and so innocent. Autism is an 
exceptional level of innocence there beyond that of a normal child, I think.” All but one 
father told how they felt pride in their children’s accomplishments by lowering their 
expectations, which enabled them to see the real progress that their children had made. 
The fathers felt good about seeing, as Father 1 put it, “the sheer joy that you see on their 
faces when things get done right.” Fathers showed pride when telling about their 
children’s accomplishments in such diverse areas as communication, using the Proloquo 
program on an iPad, music, winning one’s division in a running race, memorizing the 
entire periodic table, interesting insights, and showing a great sense of direction. There 
was great excitement for fathers when a special interest began to blossom and it appeared 
to help one’s child in other areas. For example, Father 4 said that his son “loves music, 
which seems to be a real pathway to him, because he will engage, there’ll be joint 
attention, he’ll participate and even initiate things.” 
 Yet, it should be noted that two fathers found a truly positive side to their children 
not being very social. They liked it that their children could contentedly entertain 
themselves by using their IPad, playing videogames and reading books. They could leave 
them in peace without constant talking and expression of typical child or teen issues. 
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Father 8 remarked about his daughter, “She’s quiet. Um, my other daughter doesn’t shut 
up [chuckle], so I’ve really come to appreciate the fact that [daughter’s] quiet. Yeah, you 
can go for a car ride and she’s quiet…that’s nice.” Father 9 stated why his son’s 
disposition works so well for himself, because he saw great similarities to himself at that 
age. He stated that his son was, “Like, ‘I’m going to be off into my little world, and like, 
I’m going to take care of myself. Let me know when it’s time to go.’ And I love that. I 
love it so much, like that’s the kind of kid who I wanted to be a parent to, you know.”  
 Reframing. All of the fathers reported eventually reframing their situation into a 
positive one. Acceptance, just described, was the first step. Another important element to 
growth in these fathers had been in coming to terms with the fact that their children had 
autism and the ambiguity about the cause of it. Only two fathers reported that it was not 
important to them, yet the others had thought about this issue a great deal. Personal 
growth was reported through understanding possible causes of their child’s autism and in 
accepting their own part in their child’s condition. A few fathers (two) even reported that 
they had been “blessed.” All fathers described finding benefits in their situation; that it 
became normal, natural and/or fascinating. Yet, there was the lingering tension of having 
adapted, but still feeling lonely. 
 These fathers learned about genetic predisposition for autism and six had the 
serious realization that they, themselves, or their wife’s family probably was the source 
of this predisposition; two of them realized that they possibly had the Broader Autistic 
Phenotype.  Fathers saw possible ASD connections to their wives’ families and to their 
own, even if no relatives had ever been formally diagnosed. Considering such people, 
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they related how having a child with autism “makes perfect sense.” Examples included a 
few relatives with AS, relatives with executive functioning and social problems, the 
“stereotype of the absent-minded professor,” and notable behaviors that they and their 
wives exhibited. Father 8 related it was “genetic predisposition…tendencies within my 
family, especially towards what I call ‘spectruminess.’” He also pointed out that 
engineers, like himself, were now “better catches for marriage,” and were having more 
children. As evidenced by grins when they related this information, these fathers 
appeared fascinated and not upset by this prospect, at least at that point in time. 
 Many of these fathers had read about and considered the various factors and 
triggers which may have caused their child’s autism. The major explanation for three 
fathers was “luck of the draw” or just citing statistics of autism. All fathers except for two 
also cited environmental factors, vaccines and certain food allergies and intolerances that 
may have affected their children. Fathers also mentioned disturbances that may have 
happened in utero or during childbirth, such as one wife’s use of an antidepressant during 
pregnancy or a vacuum during delivery. Fathers had come to believe that it could have 
been a variety of causes or contributors that they could no longer do anything about, and 
they had long since refocused on current challenges. 
 Many fathers recalled that at one time or another they had been caught up in 
feeling blame for their child having autism or in feeling “why me?” about the situation. 
Two fathers felt that their older age may have been a major factor in their child having 
autism. “In some ways, there are times you feel like we over-reached with having a third 
child,” admitted Father 4. Yet, other fathers had had irrational feelings of blame, such as 
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Father 3 having been haunted because he did not catch his daughter one time when she 
was little; causing her to be “messed up because she fell on her head.” The “why me?” 
feeling sometimes had come up for many fathers wondering why their child had to be the 
one chosen to have autism. Such feelings were especially common with fathers whose 
children had regressive forms of autism, in which their children lost language skill around 
eighteen months. Yet, fathers told about cognitive restructuring, a type of radical 
acceptance of their situation, and two fathers, as mentioned earlier, described feeling 
blessed. Father 5 shifted from “why us” to “we’re blessed to have him. That’s how we 
see it. It’s easier to sleep at night thinking like that.” Father 10 told about his journey, 
“Five years ago, I didn’t think my life would be like this. But it is, now. Some people get 
hung up. It’s not how my life’s supposed to be. This is not what I’m supposed to do.” 
 The fathers described themselves as having come to feel more comfortable with 
autism and their child’s challenges. There were five fathers who reported that they really 
enjoyed the different ways that their children looked at the world. As Father 2 exclaimed, 
“Where did this B.S. evolve that everybody pretty much thinks the same way? That’s the 
artificial, made-up, I don’t know, B.S.” Living with autism had become normal and 
natural, and there were several comments similar to that of Father 1, “We don’t know any 
differently.”  
 Every father remarked that they truly saw people in a very different way, with an 
expanded view of a person’s value. All but two fathers commented, although not 
verbatim, “I’ve learned how precious life is,” and that their experience had helped them 
to “See humanity in a different light.” The values of self-sufficiency and independence 
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became less important and no longer intertwined with one’s value as a person. Some 
sought answers in their faith. Father 8 stated that autism had “caused me to re-assess, I 
guess, some elements of my [religion] faith, and…her values as a human being comes 
from being a human being, with diminished capacities.” All of the fathers had come to 
accept neurodiversity and different thinking and communication styles, and two of them 
remarked how their human interactions in the community and at work had improved. 
These fathers told about learning to cherish small joys and to see everything in a 
positive light. “The glass is half-full” analogy was used a few times. Two fathers 
explained how they learned to enjoy life. Father 7 said it was by “trying to find joy where 
you might necessarily not have, before, if you weren’t in this situation…We learn to see 
the glass as half-full. And then you find joy in small things. The hikes, the swims. The 
small achievements.” Father 10 described,  
You learn to look at life in a different way….  I’ve got a tough situation on my 
hands. I’m not gonna say that. But, is it as bad as some other peoples’?... Every 
day with him is a gift. Every day with him is a step towards his recovery, it’s a 
step towards him being happy. 
 Eight of the interview fathers stated that they had had a major change in their own 
character. They reported that they had learned extreme patience and understanding of 
others and had become humbler, “better” people. They had become more accepting, 
empathetic and compassionate to the disabled and unfortunate in society. One example 
was Father 5, who regularly made sure to leave recycling bottles out for a homeless, 
woman who was possibly disabled, who collected bottle in his neighborhood. He related,  
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In the past, I would probably avoid [people with disabilities]. But today, I’m not 
avoiding. I’m asking, you know, ‘Hello, how are you?’ and stuff like that and I 
see them as much more as part of society than as before. So, I see how people 
react to my son today, and I cannot blame them, because I would probably have 
reacted the same way, four and a half years ago. 
In fact, seven of the fathers remarked having experienced a major change of heart 
in how they reacted to people with disabilities. Generally, they had shifted from being 
very negative to becoming defenders or comforters, in many situations. Two examples 
illustrated this point.  Father 3 said that, prior to this experience, if a child with autism 
had been misbehaving, he’d “be like, ‘Why don’t they shut that kid up?’ I can comfort 
those parents in the moment, ‘You know, I understand what you are going through.’ Just 
to know one person in the restaurant understands.” Father 1 confessed his major shift,  
In other words, if—I hate to say it this way, because it sounds horrible—but I’d 
be basically one of those guys that make fun of them, back in the day. Where now 
I’m like, if someone said something, I’d say, “You might want to shut your 
mouth,” now, to them. 
 Every father expressed pride in having made major changes in themselves that 
took them out of their comfort zone. Some of them deserve mention.  
• Father 8 won a hard, physically and financially draining fight to gain school 
district funding for his child’s private school placement. He was proud that he 
had “done the best for her that anyone can possibly do… the most rewarding 
day of my life is the day that I walked out of the mediation session with the 
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school and I got a placement, and I got them on the hook for paying for that.”  
• Father 7 reported “It gives me strength and gives you resolve, conditions like, 
you know, faith, for some reason.” The experience helped him focus on the 
big picture, made him a “stronger person” and “grounded” him. He reported 
that he had never been “much of an athlete,” but he began to run and had 
completed a few marathons. His wife said, “You never had this drive before.”   
• Father 6 could not get adequate services for his child in the state that he lived 
in, so he moved to Massachusetts for his family, earned a graduate degree and 
started a new career.  
• Father 5 had a job which required him to travel on a frequent basis. Yet, since 
he found it to be very important to be a part of his child’s life, he regularly 
took overnight flights to be home when his child woke up.  
• Father 2, reported himself to be naturally reclusive, became creative and 
outgoing to help his child, academically, “I think that I know how to teach 
[child] better than most of the teachers that he’s had. And it’s been trial and 
error…like you have to be like a combination therapist and stand-up 
comedian.”  
• Finally, all but two fathers stated that they planned to support and inspire 
other parents of children with autism as mentors, when they no longer have 
the daily demands dictated towards their children. 
 Yet, there was a tension described of being well adapted, personally, but feeling 
very alone in a neurotypical world of people who do not truly understand what they have 
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been going through. As related earlier, every father made it clear that they needed to have 
close friends in their lives who had either walked the same path or who were dealing with 
the same things as they were. They needed to feel that they were “not alone.” The 
descriptions of loneliness were most poignant from four fathers who also had great joy 
with their children. As Father 4 related, “I don’t think you can easily do this alone, um, 
and still keep your sanity… You need, um, multiple people helping you with the child 
with autism.” 
 Specific supports would have been helpful. In looking back on their journey, 
fathers suggested that if they had had certain supports, their lives would have been much 
easier and their experiences much better. They specifically described the need for an 
early plan after receiving their child’s diagnosis, to be connected with a support network 
of similar fathers, mentors and possibly a support group, and to receive adequate respite.   
Getting an early plan. Fathers reported they wished their physician had given 
them an early plan after notifying them about their child’s diagnosis. Half of the ten 
fathers reported their preference that the physicians tell them what autism really meant 
and what to expect. While fathers indicated that they understood the future cannot be 
known, they would have liked to receive some clues about what might happen. Father 1 
suggested that the physician “should have a big spectrum of things you should know or 
things you should say.” Relatedly, these fathers expressed the need to learn how to 
explain autism in laymen’s terms to others and to receive emotional support and 
acknowledgement of the impact of what they just said. The second suggestion, made by 
seven fathers, was that the physician who provided the diagnosis needed to send them out 
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of the office with information about organizations to contact first, what sort of support 
that might be needed, and a referral to an appropriate physician or ongoing care. Father 7 
summarized the situation:  
It can be quite overwhelming for new parents. They need to know what kind of 
challenges they are likely to face, how should I approach it and what are the 
different avenues available for help and support. See, all of these things were new 
to us when he was diagnosed. Things like IEP. All these things. I had never heard 
those terms before. 
Fathers noted they came to learn that autism organizations can set up key supports 
through training and establishing peer contact. This support was described as being 
practical and necessary to ground them and to help them understand that “it is not a death 
sentence,” as two fathers mentioned. Seven fathers were adamant that they needed to 
quickly comprehend the autism and Special Education community in which they had 
suddenly become a part of in a sort of “crash course.” Most importantly to them, they 
mentioned the need to learn about the medical insurance that they will need, since 
services were much too expensive for fathers to pay for on their own. Three fathers 
specifically mentioned that all fathers need to know about getting state- provided 
supplemental insurance, since it was a great help in covering a lot of costs, such as co-
pays, diapers, respite care, and it helped ease their financial stress. The crash course they 
suggested would also include an overview of the Special Education laws, special 
education and services through the lifespan, including understanding the specialized 
terms and the services that their child and family would be receiving. Also, four of the 
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fathers emphasized that they needed knowledge about navigating the education system 
and information about how to advocate for services for their children.  
Fathers suggested that organizations need to aid them in finding peer contacts 
quickly, so they would not feel alone. The suggestion from six fathers was for 
organizations to recommend contact with fathers of children with autism who have 
greater experience than them and those who had a positive outlook on the future.   
Peer friendships, mentoring and support groups. Many of the fathers (nine) 
suggested ways that they thought would be effective for professionals to help fathers 
meet one another and form friendships. Father 1 provided the following recommendation 
which was similar to suggestions provided by six other fathers:  
Something like a gathering for guys. A cookout, you see, just to discuss what 
they’re dealing with, without any women being present or even being optioned. 
Because you can just see…as soon as she [wife] came in, you got more 
reserved…just sitting down on the deck, having a beer, or something like 
that…You’re relaxed. You can open up…You can talk. 
Father 4 suggested emulating a structure used in family church gatherings which 
enabled him to meet other fathers while his childcare challenges were being met. He said 
that this same structure for meeting peers could be used for activities with father of 
children with autism such as a barbeque, sports or movie event. He suggested:  
…some sort of physical activity that would be bringing all your kids or just the 
child with autism…where we will have people and staff signed up to help watch 
the kids that need to be watched. This way, you would have shifts in which you 
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could sit, eat and be able to talk with other fathers while your kids are being 
watched.  
Some (three) fathers suggested that more structured activities with children would 
be helpful. Several recommended that schools promote engagement with fathers through 
what they called “fathers’ night out with child” events that would be physical activity-
based. In such an activity, evening scheduling was reported to be helpful for fathers, to 
facilitate their attendance. A “sports or outdoors, even a music/dancing context,” (Father 
4) and going out to games together (Father 10) were event ideas. 
Another interesting suggestion came from Father 2, who admitted to having rarely 
been a joiner in such activities. 
They [fathers] have to be hoodwinked into it…paint some place or build 
something for charity…you’ve got to give them something that they’re doing, 
and, oh by the way, while they’re there they will meet people. Then, they’ll start 
talking about their families and bah, bah, bah…Fathers of autistic children, tend 
to have some autistic-type traits, you know. 
 A few fathers (three) expressed a clear preference in first meeting other fathers 
through remote means such as the Internet. As Father 8 stated, “I’m just naturally not a 
joiner and stuff like that…I avoid stuff like that…I’m sure there are other people like me 
who are parents of autistic kids who are out there, but I’m not that type of community or 
social person….” Father 9 recommended a need for “something where we could share 
stories about things that you have learned, useful articles, or whatever, with your peer 
group.” 
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 Mentoring was mentioned by seven fathers as something that they either needed 
and/or as useful help that they themselves had provided to other fathers. The challenge 
was in finding an appropriate mentor. According to Father 4, he would be a “guy who has 
walked a similar path and can share insights and their experiences about what they’ve 
done, or just to listen, to help and to be someone who’s heard.” They seemed to be 
looking for someone who was upbeat and could tell them that “it’s not all awful…it’s not 
a death sentence,” as related by Father 10. The three fathers who have been mentors to 
others did so informally. Four fathers suggested that perhaps autism centers or medical 
practices specializing in autism could offer a network of volunteers to go to and pair 
parents up with someone who had “gone through a lot of the same things” (Father 6). 
 Every father said that they would give support groups a try, and they all provided 
suggestions regarding how a formal group could be structured to be most productive to 
address their needs. However, there was some evidence that a few fathers would not 
continue in attending such groups. Eight of the ten of the fathers expressed their 
preference that the group membership be a heterogeneous group of fathers of children 
with autism. They wanted fathers of older and younger children, with different 
experiences and perspectives, to meet. The reasons they provided as to why the group 
should be fathers-only centered on male-female roles and the need to talk about marital 
problems. As Father 3 expressed, “In my opinion, my experience, you need to talk about 
your marriage a lot. A lot, because your marriage gets fucked up hard when you have this 
shit going on.” Father 1 explained very well why it could be detrimental to have one’s 
wife present, “You get a bunch of guys in a room…you can talk how you want to talk. 
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You don’t feel that you have to hold back because there is a woman present.” He proved 
his point when his wife stopped by during the interview, after which speech suddenly 
changed to less colorful wording. Other fathers also mentioned that women tend to 
dominate mixed groups and focus the content on their own challenges. Yet, two fathers 
suggested that men could be “such idiots” when meeting separately and would not focus 
on autism, and four fathers suggested that spouses or even friends could play a role 
sometimes or less than once per month.  
 Emotional aspects were most often mentioned as a group’s primary focus, 
although a few fathers wanted learning to be a major function. According to eight fathers, 
the primary focus for an emotional support group should be to share stories and know 
“that you’re not alone.” Secondary foci mentioned were sharing resources; support for 
health, education and services; and to give hope. A commonly mentioned aspect was the 
importance of a facilitator to ask questions and keep the conversation going. As Father 2 
related, “You’d need somebody to rope in the discussion, ‘We’re not going to design 
solutions, here guys, we’re just going to sort of talk about stuff.’” Yet, learning was also 
an important aspect for four fathers and two of them suggested having guest speakers to 
cover autism-related topics. The two topics fathers suggested that were most important to 
cover related to denial and acceptance and to “be a better husband to a mother of special 
needs kids.”   
Fathers also made recommendations regarding desired settings for such groups. 
Six fathers complained that the settings where groups are typically held were major 
“turn-offs” to attendance and they offered suggestions for more conducive venues. Father 
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10 stated, 
You walk in that room where they’re all sitting around that table like you’re going 
to ask for a mortgage or something in a bank… In a setting like this [motions to 
restaurant environment], if you had little break-outs, like four people, two people 
here there and everywhere, it’s more, it’s more comfortable. So, if somebody gets 
overwhelmed in that setting, like I was that day, you can just go, you know. I 
couldn’t…. The decorum was not allowing me to go. 
 Father 3 suggested, instead of a “sterile conference room,” groups should be 
“somewhere where people feel at ease and comfortable sitting. Your ass isn’t sore in 10 
minutes. Um…there would be food, always… Not sure if there would be alcohol, but I’d 
enjoy it.” Only two fathers suggested that an activity group with some therapeutic male-
bonding activities would help fathers “sort of ‘grease the skid’ in terms of being able to 
speak.” However, Father 1 was opposed to activities that could bring “competition” and 
the likelihood of “talking trash” into the group. Yet, the consensus appeared to be that 
fathers wanted to have a comfortable, leisurely setting with food and drink to make them 
feel at ease.  
 Receiving respite. Fathers stated that their major unmet support need was having 
adequate respite; trusted people who could step in and take care of their children, 
especially when family was not available. Besides allowing them to have their personal 
needs met, adequate respite would allow them to reduce stress with their wives and have 
time to focus on being a couple, such as having dates. Fathers reported that without 
having adequate time alone together and without adequate rest, physical intimacy became 
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very difficult and tension rose in the marriage. Also, several fathers reported that they 
gave up on the idea of finding sitters, as finding capable ones was difficult and too 
expensive. Father 6 remarked that if he wanted to go out on a date with his wife, “We 
can’t just have a babysitter come over and watch [child].” Three fathers reported they had 
not been successful in finding professional, state-funded respite. Father 10, who has a 
Master’s degree in Public Administration, had been so exasperated in the process of 
trying to navigate the state system that he gave up. He suggested that perhaps parents 
could pay school aides to watch their children, although government aid with this 
expense would be beneficial and necessary for most families. Thus, fathers mentioned 
that they greatly needed and had always needed professional help to find and secure good 
respite services with help to pay for them. Knowing that trusted people could temporarily 
relieve them of childcare would support them in their roles as husband and father.   
Study Part 2: Father Surveys  
  Data collected via the online survey are presented in this section. Fathers were 
first asked to indicate the extent to which they agreed with statements on the Fathers of 
Children with Developmental Challenges scale (FCDC; Ly & Goldberg, 2013), a scale 
“designed to assess fathers’ perceptions of the supports for, and challenges to, their 
efforts to be involved in the rearing of their children” (p. 472). Data on spousal support 
were then collected using the modified Convoy model (Smith, Greenberg & Seltzer, 
2012), a binary (yes-no) scale assessing positive and negative spousal support. In 
addition, data were collected on a scale entitled “Support from Others” designed by the 
researcher, which was scored similarly to the FCDC (a 5-point Likert scale). Data across 
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all scales are presented and discussed in what follows.  
 Fathers of Children with Developmental Challenges scale (FCDC). Data from 
FCDC Impact on Parenting subscale are presented in Table 7. Across all items in the 
subscale, the mean score was 2.74 (s.d. = 0.54), indicating a somewhat greater need than 
neutral, with 51.9% of the raw scores being “strongly agree” or “somewhat agree,” 
16.3% neutral, and 31.7% being “strongly disagree” or “somewhat disagree.” 
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Table 7 
 
Impact on parenting subscale (FCDC): ease of involvement and reasons for difficulties 
 
 
 
It’s easy to be involved because I… 
Somewhat 
or Strongly 
Agree 
4-5 
n  
(%) 
Neutral  
 
 
3 
n  
(%) 
Somewhat or 
Strongly 
Disagree 
1-2 
  n 
 (%) 
Mean (SD) 
1. can handle the difficulties that 
come with my child’s disability.  
30  
(57.7) 
6  
(11.5) 
16  
(30.8) 
3.40   
(1.23) 
2. know I am able to get whatever 
information I need about his/her 
disability.  
28 
(53.8) 
16 
(30.8) 
8 
(15.4) 
3.62  
(1.07) 
3. don’t dwell on my child’s 
diagnosis. 
23 
(44.2) 
12 
(23.1) 
17 
(32.7) 
3.19 (1.39) 
 
 
 
It’s difficult to be involved because… 
Somewhat 
or Strongly 
Agree 
1-2 
n 
 (%) 
Neutral  
 
 
3 
n  
(%) 
Somewhat or 
Strongly 
Disagree 
4-5 
  n  
(%) 
Mean (SD) 
4. spouse/partner doesn’t believe I 
can handle the demands of my 
child’s disabilities.  
22 
(42.3) 
7 
(13.5) 
23 
(44.2) 
3.08   
(1.28) 
5. having a child with disabilities is 
more difficult than I expected. 
38 
(73.1) 
4 
(7.7) 
10 
(19.2) 
2.15   
(1.18) 
6. child’s therapies are a lot for me 
to handle. 
30 
(57.7) 
7 
(13.5) 
15 
(28.8) 
2.65   
(1.24) 
7. the disabilities make me want to 
avoid caring for my child. 
14 
(26.9) 
13 
(25.0) 
25 
(48.1) 
3.54   
(1.39) 
8. I find myself thinking dreams I 
had for my child will probably not 
happen. 
35 
(67.3) 
7 
(13.5) 
10 
(19.2) 
2.35   
(1.20) 
9. the disabilities have a large 
impact on the quality of time that 
we spend together. 
36 
(69.2) 
6 
(11.5) 
10 
(19.2) 
2.33   
(1.29) 
10. the disabilities get in the way of 
our relationship.  
24 
(46.2) 
7 
(13.5) 
21 
(40.4) 
3.00 
(1.41) 
11. the disabilities have changed 
many of my ideas about fatherhood.  
29 
(55.8) 
10 
(19.2) 
13 
(25.0) 
2.52   
(1.30) 
12. I lack energy to help with my 
child’s therapies. 
15 
(28.8) 
7 
(13.5) 
30 
(57.6) 
3.50 
(1.32) 
 m = 27 
(51.9) 
m = 8.5 
(16.3) 
m = 16.5  
(31.7) 
2.74 
(0.54) 
Note: Means and standard deviations are based on raw scores even though data on this table are 
presented as combined categories 
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 The 34 of 52 fathers who indicated that they attended therapy and educational 
meetings were asked additional questions about their involvement in those meetings on 
the FCDC Involvement in Parenting subscale. This subscale was designed to collect 
information about fathers’ “experiences with interventions and service providers” (Ly & 
Goldberg, 2014, p. 479). Data from this subscale are presented in Table 8. The mean 
score across all items was 3.23 (s.d. = 0.71), indicating a somewhat lesser need than 
neutral, with 34.2% of the raw scores being “strongly agree” or “somewhat agree,” 
15.8% neutral, and 50% being “strongly disagree” or “somewhat disagree.” As reported 
earlier, item (#17) was mistakenly worded it as, "I feel like I have a say in 
education/therapy meetings," instead of, "I feel like I don't have a say in 
education/therapy meetings," although it was intended to collect information about the 
conditions that served to hinder involvement. In order to correct for this error, this 
question was moved to the section of the scale designed to collect information about 
facilitators of involvement.   
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Table 8 
Fathers of Children with Developmental Challenges (FCDC): Involvement in 
Parenting Subscale 
 
 
 
 
 
 
 
Somewhat or 
Strongly 
Agree 
4-5 
 
n  
(%) 
Neutral  
 
 
3 
 
n  
(%) 
Somewhat or 
Strongly 
Disagree 
1-2 
   
n 
 (%) 
Mean 
(SD) 
It’s easy to be involved because… 
13. It is easy for me to have a say 
during meetings  
 
25 
(73.5)  
 
3 
(8.8) 
 
6 
(17.6) 
 
3.82 
(1.27) 
14. I feel included in the discussions 
during meetings re: therapist   
23 
(67.6)  
5 
(14.7) 
6 
(17.6) 
3.79 
(1.23) 
15. I find it easy to be active in my 
child’s education 
23 
(67.6) 
5 
(14.7) 
6 
(17.6) 
3.74 
(1.11) 
16. Meetings with teachers are 
arranged at a time that fits with 
my work schedule   
22 
(64.7) 
9 
(26.4) 
3 
(8.8) 
3.76 
(1.08) 
17. I feel like I have a say in 
educational/therapy meetings 
23 
(67.6)  
5 
(14.7) 
6 
 (17.6) 
3.76 
(1.28) 
 
 
 
 
 
It’s difficult to be involved with my 
child because… 
Somewhat or 
Strongly 
Agree 
1-2 
 
n  
(%) 
Neutral  
 
 
3 
 
n  
(%) 
Somewhat or 
Strongly 
Disagree 
4-5  
  
n  
(%) 
Mean 
(SD) 
18. There are no other men at the 
meetings  
14 
(41.2) 
9 
(26.5) 
11 
(32.4) 
2.91  
(1.29) 
19. I have a hard time understanding 
all the terms and topics discussed 
16 
(47.1) 
5 
(14.7) 
13 
(38.2) 
2.79  
(1.32) 
20. Professionals at the meetings 
address their comments to my wife 
and not to me 
19 
(55.9) 
2 
(5.9) 
13 
(38.2) 
2.94 
(1.43) 
 m = 11.62 
(34.2%) 
m = 5.38 
(15.8%) 
m = 17 (50%)   3.44 
(0.85) 
Note: Means and standard deviations are based on raw scores even though data on this table are 
presented as combined categories 
 
 As shown in Table 7, slightly more than half (57.7%) of the fathers indicated that 
they were able to handle the challenges that came with their child’s disability. Yet close 
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to three quarters of the fathers (73.1%) indicated that having a child with autism was 
more difficult than they expected.  
 Nearly half of the fathers (48.1%) disagreed that their child’s developmental 
disabilities make them want to avoid caring for their child, yet 26.9% agreed or 
somewhat agreed with this statement and 25.0% neither agreed nor disagreed. A majority 
of fathers (69.2%) indicated that their child’s disability had a large impact on the quality 
of time that they spent together. Yet, there was a fairly even split in responses as to 
whether they believed that their child’s disabilities got in the way of their relationship, 
with 46.2% of fathers agreeing that it had, 40.4% disagreeing, and 13.5% neither 
agreeing nor disagreeing.  
 Some responses give insight into the fathers’ emotional and informational needs. 
When asked about whether they dwell on their children’s disability, most (44.2%) 
indicated that they do not, 23.1% were neutral and 32.7% indicated that they agreed or 
strongly agreed with the statement (Table 7). Slightly more than two thirds (67.3%) of 
fathers reported that they had thought that the dreams they had for their child would 
probably not be fulfilled. More than half of the respondents (55.8%) noted that many of 
their ideas about fatherhood had changed due to having their child, while 25.0% 
disagreed and 19.2% were neutral. More than half (53.8%) reported that they had access 
to the information they need, while 15.4% responded that they did not and 30.8% were 
neutral (Table 7). Yet, as shown in Table 8, just under half (47.1%) of the fathers noted 
that they had a hard time understanding all the terms and topics discussed at the meetings.  
More than half (57.7%) of fathers reported that being involved in their child’s 
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therapies was a lot for them to handle (Table 7). When asked about participation in their 
child’s therapy sessions, 28.8% of the fathers also noted that they did not have sufficient 
energy to do so; however, 57.6% of the fathers disagreed with the statement. Slightly 
more than two-thirds (67.6%) found it easy to be active in their child’s education. The 
same percentage (67.6%) of fathers reported that they were very much included in 
therapy meeting discussions and nearly three quarters of the fathers (73.5%) indicated 
that, during therapy meetings, it was easy to have a say, yet two-thirds felt that they did 
have a say in such meetings. Slightly more than two-fifths of fathers (41.2%) found it 
difficult that there were no other men at education meetings, while 32.4% did not find it 
to be difficult and 26.5% were neutral, and over half (55.9%) of fathers agreed that 
professionals at the meetings addressed comments to their wives and not to them (Table 
8).  
 Data were also analyzed to gain an understanding of support or lack of support 
from their spouses. As shown in Table 7, when asked about whether they thought their 
spouses believed that they, as fathers, could handle the demands of their children’s 
disabilities, 42.3% agreed, 44.2% disagreed; 13.7% neither agreed nor disagreed. Also, 
major reasons for non-attendance at therapy or educational meetings (Table 9) were that 
their spouse attended (23.1%) and that their spouse preferred that they did not attend 
(17.3%). 
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Table 9  
Reasons for not attending therapy or educational meetings (FCDC) 
 
 
Reasons for non-attendance 
Therapy 
n (%) 
Educational 
n (%) 
1. No regular meetings 8 (15.4) 7 (13.5) 
2. Not enough time due to work demands 52 16 (30.8) 17 (32.7) 
3. Meetings conflict with my work hours 15 (28.8) 15 (28.8) 
4. Need to be at home to care for the other children 16 (30.8) 11 (21.2) 
5. Not really interested in the meetings 7 (13.5) 5 (9.6) 
6. Spouse prefers that I not attend 9 (17.3) 6 (11.5) 
7. Input will not make a difference to the meetings 9 (17.3) 9 (17.3) 
8. Won’t understand the details of the meetings 8 (15.4) 3 (5.8) 
9. Spouse handles and attends the meetings 12 (23.1) 7 (13.5) 
 
In the FCDC, fathers were also asked to select possible reasons for their non-
attendance at therapy or educational meetings. These data are presented in Table 9. The 
most frequently reported reasons were “Need to be at home to care for the other children” 
(30.8%); “Not enough time due to work demands” (30.8%); and “Meetings conflict with 
my work hours” (28.8%). In addition, the same group of 34 fathers were asked, in 
particular, why they did not attend educational meetings.  
Spousal support survey. Fathers answered questions about their relations with 
their spouses using a modification of the Convoy model (Smith, Greenberg & Seltzer, 
2012). Items on this scale were organized into two subscales: Positive Support subscale, 
presented in Table 10, and Negative Support, presented in Table 11. Of the 52 fathers 
who completed the survey, 25 (48.1%) responded in the affirmative on all items of the 
Positive Support subscale, indicating two distinct groups; nearly half believed their 
spouses to be very positive in their support, and the other half believed this support to be 
relatively low. When asked about with whom they confided on important matters, 70.6% 
indicated their spouses. Slightly more (74.5%) reported that their spouse reassured them 
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when they were feeling uncertain about something. While 67.3% of the fathers responded 
that their spouses make them feel respected, another third (32.7%) indicated they did not 
feel respected. However, 80.3% of fathers indicated that their spouses would make sure 
that they were cared for if they were ill, 80% talked to them when they are upset, nervous 
or depressed, and 70.6% of fathers talked with their spouses about their health.  
Table 10 
Convoy Model: Fathers’ relations with spouses: Positive Support Subscale 
 
Question 
Yes 
n 
(%) 
No 
n 
(%) 
1. Do you confide in her about things that are important to you? 36  (70.6) 
15  
(29.4) 
2. Does she reassure you when you’re feeling uncertain about 
something? 
38  
(74.5) 
13  
(25.5) 
3. Does she make you feel respected? 35  (67.3) 
17  
(32.7) 
4. Would she make sure you are cared for if you were ill? 41  (80.3) 
10 
 (19.7) 
5. Do you talk to her when you are upset, nervous or depressed? 40 (80) 
10 
(20) 
6. Do you talk to her about your health? 36  (70.6) 
15    
(29.4) 
 m = 37.7 
(73.6) 
m = 13.3 
(26.4) 
 
 The Negative Support subscale was used to collect described information about 
unmet spousal support needs. Data can be viewed in Table 11. More than one-third (37%) 
of fathers reported that their spouses made excessive demands on them and 27% 
indicated that their spouse made them feel uncomfortable talking about the details of their 
day-to-day life. Just over half (53%) responded that their spouse was critical of their 
involvement in their child’s life, but only 14% of fathers reported that their spouse 
blamed them for their child’s difficulties. 
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Table 11 
Convoy Model: Fathers’ relations with spouses: Negative Support Subscale 
Question 
Yes 
n 
(%) 
No 
n 
(%) 
7. Does she make excessive demands of you? 19  (37.3) 
32  
(62.7) 
8. Does she make you feel uncomfortable talking about the details of 
your day-to-day life? 
14  
(27.5) 
37  
(72.5) 
9. Is she critical of your involvement in your child’s life? 27  (52.9) 
24  
(47.1) 
10. Does she blame you for your child’s difficulties? 7   (13.7) 
44  
(86.3) 
 m = 16.75 (32.8) 
m = 34.25  
(67.2) 
  
 Support from others. Respondents were asked to identify, from a list of 
possibilities, their three most important sources of support and then to answer some 
additional questions about the support they receive from others (See Table 12). The most 
frequent (71.2%) sources of support were the father’s spouse or partner. That was 
followed by friends (55.8%) and parents (42.3%).   
Table 12 
 
Sources of support 
 
The three people I turn to most for support are: 
 
n 
 
% 
Spouse or partner 37 71.2 
Friend 29 55.8 
Parent 22 42.3 
Professional 17 32.7 
Sibling 13 25.0 
Work mate  12 23.1 
Neighbor 10 19.2 
Other relative 4 7.7 
Grandparent 3 5.8 
Aunt or uncle 3 5.8 
Other child 2 3.8 
Cousin 1 1.9 
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 Researcher designed questions were presented to collect information about 
contributors to involvement with their children. Items were scored on a 5-point Likert 
scale in which respondents indicated the extent to which they agreed with the statements. 
The scale was collapsed for reporting and analyses purposes with responses of 4 and 5 
(Strongly and Somewhat Agree) reported together and the same for responses of 1 and 2 
(Strongly and Somewhat Disagree). Responses to these questions are presented in Table 
13. Across all items of this subscale, the mean score was 3.01 (s.d. = 0.78), indicating a 
neutral need, with 40.7% of the scores being “strongly agree” or “somewhat agree,” 
19.1% neutral, and 40.2% being “strongly disagree” or “somewhat disagree.” When 
asked about spousal support needs, slightly more than half (51.0%) of fathers responded 
that their spouse was their only real source of support. Half (51.0%) reported that they 
were able to get the support that they needed in dealing with difficult emotions, 26% 
were neutral, and 21.6% indicated they did not get needed support.  
 When asked about informal support needs, almost half (49.0%) of the fathers 
reported being happy about the size and quality of their support networks, yet 64.0% 
responded that they needed help to meet new friends who get what they were going 
through. When asked whether professionals were very supportive to them when their 
children were first diagnosed, 66.7% agreed. When asked about ongoing, continuing 
support, fewer (51.0%) agreed, and 21.6% strongly or somewhat disagreed that they had 
recently received support by professionals. Nearly two-thirds (64.7%) of fathers indicated 
belief that a support group for only fathers would be helpful.   
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Table 13 
Support from others subscale 
 
 
 
 
It’s easy to be involved with my child 
because… 
Somewhat  
or Strongly 
Agree 
4-5 
n  
(%) 
Neutral 
 
 
3  
n  
(%) 
Somewhat  
or Strongly 
Disagree 
1-2 
  n  
(%) 
Mean 
(S.D.) 
1. I know I am able to get the support I 
need in dealing with difficult 
emotions   
26 
(51.0)  
14 
(26.9) 
11 
(21.6) 
3.35 
(1.18) 
2. Professionals were very supportive to 
me when my child was first diagnosed  
34 
(66.7)  
3 
(5.8) 
14 
(27.5) 
3.63 
(1.37) 
3. Professionals had supported me 
around my role as father and husband 
in the last few years  
26 
(51.0)  
14 
(26.9) 
11 
(21.6) 
3.49 
(1.26) 
4. I am happy with the size and quality of 
my support network (friends and 
family)  
25 
(49.0)  
8 
(15.7) 
18 
(35.3) 
3.24 
(1.44) 
 Somewhat  
or Strongly 
Agree 
1-2 
n  
(%) 
Neutral 
 
 
3  
n 
 (%) 
Somewhat  
or Strongly 
Disagree 
4-5 
  n  
(%) 
Mean 
(S.D.) 
5. I really believe that a support group 
for only fathers would be helpful 
33 
(64.7) 
9 
(17.3) 
9 
(17.3) 
2.24 
(1.12) 
6. My wife/partner is my only real source 
of support 
26 
(51.0) 
11 
(21.2) 
14 
(26.9) 
2.76 
(1.35) 
7. I need support to meet new, supportive 
friends who get what I am going 
through 
32 
(64.0) 
9 
(18.0) 
9 
(18.0) 
2.42 
(1.11) 
 m = 20.7 
(40.7) 
m = 9.7 
(19.1) 
m = 20.4 
(40.2) 
3.01 
(0.78) 
Note: Means and standard deviations are based on raw scores even though data on this table are 
presented as combined categories 
 
 
 Relationships between responses. Analyses of relationships between 
demographic data and the various sub-scales were conducted using ANOVAs and 
Pearson Chi-square tests.  Correlations are presented in Table 14.  
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 Fathers who reported more impacts on their parenting were more involved in 
parenting [r(34) = .347; p = .044] and received more support from others [r(51) = .195; p 
= .022]. In addition, fathers who indicated more involvement in parenting also obtained 
greater support from others [r(34) = .638; p = .000].   
Table 14 
 
Correlations of model variables 
 1 2 3 4 5 6 7 
1. Impact in parenting —       
2. Involvement in parenting    .347* —      
3. Attendance at meetings -.055  .253 —     
4. Positive Convoy   .133  .100 -.300* —    
5. Negative Convoy -.237  .001  .043 -.037 —   
6. Support from others  .195*  .638*** -.034  .208 -.016 —  
7. Support group for fathers 
would be helpful  .025 -.468** -.336* -.060 -.079 -.051 — 
 
Note: Using Pearson Chi-square: *p< .05, **p< .01, *** p< .001 
  
 In addition to sub-scale data, the relationships between demographic data, 
attendance data and one particular item were analyzed and are presented on Table 11. 
This item, “I really believe that a support group for only fathers would be helpful” was an 
important one to understand interest in formal support, but it had omitted from the 
“Support for Others” subscale analyses; its exclusion significantly increased the 
reliability of the scale, as measured by the Cronbach’s Alpha score. Fathers who reported 
more spousal support (Positive Convoy) had greater attendance at therapy and 
educational meetings [r(51) = .300; p = .016]. Fathers who indicated greater interest in a 
support group for fathers were more involved in parenting [r(34) = .-.468; p = .005] and 
had higher attendance at therapy and educational meetings [r(51) = -.336; p = .030]. 
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Regression analyses. Regression analyses were conducted to assess the extent to 
which attendance at meetings, involvement in parenting, and positive support predicted 
participants’ desire for a father only support group (Table 15). Regression analysis 
indicated that fathers who reported greater spousal support were more likely to attend 
therapy/educational meetings (R2 = .090). This regression analysis also indicated that 
fathers who were more likely to attend meetings and who were more involved in 
parenting were more likely to say that they were interested in a fathers-only support 
group (R2 = .219).  
 
Table 15 
 
Regression results predicting interest in support group for fathers only 
 
 Attendance  
at meetings 
Support group for fathers  
would be helpful 
Fixed effects b SE b SE 
Attendance at meetings – – -.794* .318 
Involvement in Parenting .151 .129 -.644** .215 
Positive Convoy .440* .200 -.209 .495 
 
Note: *p< .05, **p< .01 
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Chapter V 
Discussion 
  
Most of the research on adjustment of parents of children with autism focuses on 
the voices of mothers. This study was designed to learn about the support needs of fathers 
of children with autism. The questions asked were: 
a) What do fathers conceive that they need for support;  
(b) Which of these support needs are not being unmet, if any; and  
(c) In what ways would fathers want delivery of support to improve, if at all? 
This mixed methods study, which included interviews with ten and survey data 
from 52 fathers, revealed that they adjusted well, but they wished that they had received 
some specific kinds of support. The findings are discussed as related to extant research 
along with study limitations, implications for practice, and recommendations for future 
research.  
Eventual Adjustment, but the Process was Challenging 
Data obtained from the study revealed information about the challenges that the 
fathers faced as they first learned that their child had autism, and in their efforts to get the 
support they needed. Despite their challenges, they all also described having made 
positive adjustments to their circumstances.  
Challenges and needed supports. Fathers described their challenges in adapting 
to raising their children and in finding the support they needed. They pointed out their 
initial needs at the time of diagnosis and going forward. Although they described 
themselves as eventually adjusting well to their circumstances, they wished that they had 
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received more support related to their roles as husbands and fathers. Both interview and 
survey participants indicated their need for a supportive, understanding network of family 
and friends.  
Adequate guidance at the diagnosis. Fathers detailed having very difficult 
experiences at the time of diagnosis, yet they provided recommendations to make it better 
for other fathers. Although two-thirds of survey fathers felt supported well by 
professionals when their child was diagnosed, many fathers interviewed in this study 
were upset that at the time of diagnosis physicians did not express empathy nor give them 
guidance, beyond the provision of a pamphlet. This sentiment echoed the comments of 
fathers in a study conducted by Potter (2016b). Fathers in the present study expressed a 
desire for someone to listen and acknowledge their experience. Fathers reported coming 
out of diagnostic meetings without being able to make sense of their new situation, which 
forced them to do research on their own. This same experience was documented by 
Hannon and Hannon (2017), Potter (2016a), and Robinson et al. (2015). Absent the 
provision of guidance by professionals, fathers found themselves “chasing ghosts,” 
searching for medical and therapy solutions that might make their children better. Fathers 
also indicated they wished that they had received support from experienced parents of 
children with autism who had been “through it all” and who could relieve the pressure to 
“fix it.” 
Fathers related supports they wished that they had had at the time of the 
diagnosis. They expressed a desire that they and all fathers receive an explanation of the 
meaning of the diagnosis and possible outcomes, including warning about the dangers 
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sometimes exhibited by those who have the same diagnosis, such as bolting. Also, during 
the diagnostic meeting, they wanted to be told how to explain autism to others, because 
they found that, very shortly afterwards, people started to ask them many, what they 
considered to be “odd” questions (also expressed in Paynter et al., 2018). Post-diagnosis, 
most fathers wished that they received some sort of early plan and recommended that it 
be offered for others. This would tell them where to go for assistance, organizations to 
contact, support (including financial) that they would need, and a referral for a medical 
practice, preferably one that specializes in autism. It appeared that fathers wanted this 
information to be given to them personally (as earlier suggested in Crane et al., 2016; 
Shave & Lashewicz, 2016), rather than giving it all in a resource book or computer file, 
as suggested by Frye et al. (2016). They also suggested that peer support must be 
received quickly, so fathers do not feel alone. Emotional support is needed from such 
peers and family to acknowledge their emotions, get past denial and accept the diagnosis. 
While most prior research (e.g. Frye et al., 2016; NRC, 2000) emphasize the need for 
parental education, fathers in this study specifically recommended that all new parents 
receive a crash course in Special Education laws and services and understanding the 
autism community, since they wish that they had been quickly acclimated in such a way.  
Help figuring out one’s role and support for it. Fathers described the tension of 
both needing to be a good provider for their family (as most were the primary wage 
earners) and being there for their children and wives. They struggled with figuring out the 
role they could feasibly play in their family and desired professional support to do so. 
Slightly more than half (51.0%) of study fathers believed that they had received the 
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needed support. 
Fathers also noted the need for training in Special Education services available 
and how to go about obtaining them. They reported that it was stressful attempting to 
understand the maze of school district services, out of district placements, and insurance 
coverage for specialized therapies. These findings were consistent with extant research 
such as that published by Barnfield (2008), a survey of 1,652 parents of children with 
autism, which detailed their current stresses of getting services and paying for those not 
covered, as well as their related future stresses. Studies on fathers have similar findings 
(Flippin & Crais, 2011; Frye, 2016). 
Fathers conveyed great interest in being involved with their family after work, 
regardless of their limited resources of post-work energy. They appeared to understand 
how much they were needed by their wives, most of whom were stay-at-home mothers. 
They expressed difficulty, however, in being involved since they were not “kept in the 
loop” by professionals, who interacted much more frequently with their spouses. The 
same challenge seems not exclusive to children with intellectual disabilities (Davys et al. 
,2017) but also to fathers, generally (Everingham & Bowers, 2006; Setterson & Cancel-
Tirado (2010). 
Although it was evident that most fathers did not have the time to attend most 
appointments due to work constraints, fathers felt somewhat marginalized, as mentioned 
in other prior research (Carpenter & Towers, 2008; NRC, 2000; Pottie et al., 2009). Their 
wives were able to create emotional, female-to-female bonds with therapists (who were 
mostly female) and also receive important training in parenting that most of the fathers 
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were not available to access. Fathers seemed frustrated due to lacking information from 
therapists and teachers working with their children. Their spouses were often their only 
source to learning what was going on in therapy and school, and more than one-third of 
survey fathers could not attend therapy and educational meetings. This finding was 
similar to that revealed in other research on fathers of children with disabilities 
(Pancsofar et al., 2017; Towers & Swift, 2006) and a large study of fathers, in general 
(Panter-Brick et al., 2014). Nearly half of fathers in the survey indicated that they had a 
hard time understanding all the terms and topics in these meetings, which is consistent 
with the findings reported by Carpenter and Towers (2008). Fathers also recognized that 
their wives received needed emotional support from professionals that they never 
received. But, in fact, fathers of children with ASD may also be in need of psychological 
support. As Seymour et al. (2017) revealed, one in six fathers have mental health 
conditions in the clinical range, and many more, according to Rubenstein and Chawla 
(2018), have the Broader Autistic Phenotype (BAP).   
Fathers suggested that keeping them in the loop and more involved starts with 
sharing all emails and learning materials via Internet with both parents and could include 
video conferencing. This was reported by others as well (Broger & Zeni, 2011; Carpenter 
& Towers, 2008; Hart, 2011; Potter, 2016b; Pancsofar et al., 2017). Although work 
constraints are major impediments to following through, fathers clearly need to receive 
some direct training and support from professionals so that they better understand their 
child’s programs and can work with their child in ways that further program goals and 
their child’s development. If even monthly meetings with therapists can be arranged 
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(perhaps in the evening), fathers could be guided in mastering the limited role that they 
could feasibly perform. As indicated by fathers in this study and consistent with existing 
research (Clark, 2009; Flippin & Crais, 2011; Levy-Shiff, 1999; Mallers et al., 2010; 
Potter, 2017a), a natural and developmentally important role for fathers is to play with 
their children. Thus, it may be fruitful for fathers to learn to work with their children in 
the context of play. Such increased involvement could reduce the burden on their wives 
and marriages (as also suggested by Flippin & Crais, 2011), but literature also suggests 
that doing so could increase the opportunities for implementation of therapeutic 
interventions throughout caregivers, since fathers are often adept at teaching others to 
help (Elder et al., 2005).  
Other suggestions for ways of involving fathers were revealed in this study and 
are found in the literature. Among these are the following.  
(a) Professionals should give fathers advance notice about matters of concern and 
direct fathers to resources to increase fathers’ understanding topics that they 
will be talking about (Pancsofar et al., 2017).  
(b) Meetings need to be scheduled at a time that fathers can attend, given their 
work schedules (Davys et al., 2017; Paynter et al., 2018; Potter, 2017b; Shave 
& Lashewicz, 2016). 
(c) Schools should consider providing respite during meetings so that fathers will 
not need to stay home to watch other children (Potter, 2017b). 
(d) School personnel should address their comments to both parents (consistent 
with Carpenter & Towers, 2008) and not just mothers.  
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(e) Professionals should respond to the needs of parents as they direct their 
comments in meetings as recommended by study fathers,  Donaldson et al., 
2017; Kaufman & Kaufman, 2001; Lim & Chong, 2017; and Rubenstein & 
Chawla, 2018. In addition, it may be reasonable to follow the suggestion of 
Giallo et al. (2015) for professionals to regularly check in with fathers for 
signs of distress and mental health problems . 
 Help dealing with challenging behavior.  Study fathers described their 
challenges with children’s behaviors similar to ways that have been presented in prior 
literature (e.g. American Psychological Association, 2013; Singh et al., 2006). They 
characterized their children as demonstrating impulsive, often dangerous behaviors, 
such as bolting or eloping; aggressive and physically violent behaviors, such as 
tantrums or hitting siblings; and getting into things, often destroying physical property 
and objects. Other difficult problems described included poor sleep/wake-ups (Lopez-
Wagner et al., 2008; Meltzer, 2008), and noncompliance, rigidness (APA, 2013), and 
stressful times doing daily tasks (Singh et al., 2006). The literature reports great stress 
for most fathers, at least during certain moments. Study fathers reported that their 
child’s sleep problems resulted in their own sleep deprivation and extreme exhaustion, 
which other studies have connected to stress (Giallo et al., 2015; Meltzer, 2008). Most 
survey fathers indicated that it was more difficult than they expected to raise their child 
and a substantial number of them indicated that they could not handle the difficulties 
that come with their child’s disability. In fact, more than half indicated that they either 
wanted to avoid or were neutral about caring for their child. Yet, fathers often chuckled 
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in the interviews when describing some horrific behaviors that their children have 
exhibited. In fact, Baker et al. (2005) found that children’s poor behaviors and affect 
had only a short-term effect on fathers’ well-being and were not connected to stress 
(Davis & Carter, 2008). 
 Respite from providing care. Fathers reported yearning for respite from their 
child in order to provide breaks from childcare, time to pursue their own personal 
endeavors, and to work on their marriages. They particularly wished for trusted, 
professional people who could step in and take care of their children, especially when 
family help was not available. This same preference was reported in the Paynter et al. 
(2018) study. The primary reason for respite was the constant need for their children to 
have one-on-one attention, due to their unpredictable behaviors (similarly described by 
Naseef, 2002). Even so, respite was reported to be a major unmet need that could be 
helpful in making their lives easier. While its need is well documented in literature 
(Pickard & Ingersoll, 2017; Luijkx & Vlaskamp, 2017), its availability is limited (Paynter 
et al., 2018; Potter, 2017a; Robinson et al., 2015). Fathers in this study needed 
professional help to secure affordable professional respite services.  
 Spousal support and normalized marital relationships. Positive spousal support 
and evolution of one’s marriage from a functional, tag-team marriage were major needs. 
Evidence of the importance of positive spousal support is that, in this study, it predicted 
higher attendance and involvement at therapy/educational meetings. A majority of fathers 
considered their spouse to be their main or only source of support and the only person 
that they shared their emotions with, as has been reported in previous research (Paynter et 
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al., 2018; Trute et al., 2008). General parenting research shows high relationship 
satisfaction related to more successful parenting (Halford & Petch, 2010), and domestic 
tension related to reduced father involvement (NCDS, 2001). As reported in other studies 
of fathers of children with autism (Flippin & Crais, 2011; Robinson et al., 2015), fathers 
in this study were also very reliant and appreciative of their spouses for taking the lead in 
their child’s therapy and educational programs, even though they themselves wished that 
they would be more involved. They also recognized that their wives were invaluable in 
bonding and relating to therapists and teachers, who were generally all female.  
Yet, half the fathers indicated that their wives were critical and about a third of 
them thought that they made excessive demands. Further, not much more than half of 
them reported that they confided in or were respected by their wives and about one-sixth 
of them perceived that their wives preferred that they did not attend therapy and 
educational meetings. Similarly, Paynter et al. (2018) found that fathers often felt 
untrusted and not valued by their spouses. Mothers of both children with (Pelchat et al., 
2003; Seligman & Darling, 2007) and without disabilities (Allen et al., 1999) have been 
depicted in literature as gatekeepers by keeping fathers that they see as incapable from 
the role of caring for their own children. Fathers in this study who indicated that their 
spouse was their only source of support also indicated that they needed support to meet 
new friends who understand them. According to Burdit and Antonucci (2007), without 
such close friends, men, in general, are overly affected by their wives. Fathers in this 
study reported that such a situation led to arguing. In addition, extreme exhaustion and 
intense emotions were commonly reported, and many fathers indicated that their spouses 
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were stressed. A few also indicated mental health challenges, which has been reported in 
the research as often affecting father anxiety level and relationship stress (Flippin & 
Crais, 2011; Giallo et al., 2015; Hastings et al., 2005). The traditional marriages, with the 
father working outside the house and the mother with their child most of the day, 
appeared to result in differentiation of parental experiences and increased stress. Mothers 
may have been put into “burdensome” roles (Flippin & Crais, 2011, p. 36), of having to 
implement intensive therapeutic interventions that they learned from professionals, with 
fathers, by contrast, in the role of students. Wives are often expected to transfer 
knowledge that they learn, monitor and coach fathers, making fathers subject to criticism 
if they do not implement the intervention as the wives think they should. Similar to 
findings in Davys et al. (2017), Flippin and Crais (2011), and Paynter et al. (2018), 
several, but not all fathers in this study seemed to wish that this was not the case and also 
appeared to want to discard such roles. An alternative offered by Thullen and Bonsall 
(2017), is for mothers and fathers to learn and build skills together.  
Fathers in this study reported that there was no time to focus on being a couple. 
Consistent with findings reported by Garcia-Lopez et al. (2016) and Paynter et al. (2018), 
study fathers reported often forgetting to work on their marriage and treating it as only a 
“logistical marriage,” as one father put it, with a lack of closeness and physical intimacy. 
It appears that couples were caught in what Hock et al. (2012) referred to as the “tag-
team” (p. 411) phase of parenting a child with ASD. Fathers tried to be there for the 
family and split up work, but there was no respite for them to work on their relationships 
with their wives. Study fathers reported wanting to learn how to become better husbands 
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seemingly to strengthen their marriage, as described by Hock et al. (2012), as Phase 
three, “Deeper intimacy and commitment” (p. 411). It would appear that a course, as 
described by study fathers, or specialized marital counseling could be helpful for them.  
Adequate emotional outlets. Fathers experienced many strong emotions but often 
had the unmet need of an emotional outlet to express them. There was a tension between 
fathers or their wives realizing this need and their own conditioned, male need to be 
tough and “keep everything in.” Among fathers surveyed, slightly more than half (51%) 
indicated that they were able to get needed support in dealing with difficult emotions. 
Two useful suggestions for practice arose from this research.  
The strong emotional challenges that fathers experienced were generally 
depressive or anxiety related. These challenges appear to be exacerbated by both 
emotional and physical fatigue, since, as found by studies such as Meltzer (2008) and 
Luijkx and Vlaskamp (2017), fathers of children with ASD have significantly less leisure 
and sleep time than that of typical fathers. Studies have also found depression to be 
higher in fathers of children with ASD than in fathers of typically developing children 
(Cohr & Leslie, 2017; Seymour et al., 2017). Depressive symptoms included a sense of 
loss similar to other studies of parents of children with disabilities (Davis & Carter, 2008; 
Hodder, 2006; Lichtenstein et al., 2002; Olshansky, 1962; Seligman & Darling, 2007) 
and feelings of loneliness and isolation. Hoy (2012) found that loneliness and isolation 
were the most common symptoms of fathers with children with ASD, and Crowley 
(2006) and Krajewski (2005) suggested that these characteristics were most likely worse 
for fathers than mothers, although research as not conclusively proven their theory. 
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Fathers also expressed frustration with themselves, as has been reported by Carpenter and 
Towers (2008), related to their child’s behavioral and learning challenges and feelings of 
ineffectiveness in coping with them. Fear and worry were also common reactions. In 
addition, study fathers reported financial concerns. Yet, fear for their child’s future was 
the major, unrelenting concern by every father interviewed, which echoed prior research 
on fathers of children with disabilities (Davies et al., 2017; Frye, 2016; Giallo et al., 
2015; Potter, 2016a).  
Family and friends who “get it.” Fathers in this study expressed feeling alone 
and having often had the unmet need of supportive people in their lives who “get it” or 
understand what they are going through, as also described in the study by Carpenter and 
Towers (2008). Data from the survey suggest inadequate support. Slightly less than half 
of fathers were happy with their support network and they rated their support from others 
to be only neutral in the Support from Others subscale. In general, researchers have found 
that men were focused on finding people that they can depend on (Antonucci et al., 1995) 
and fathers of children with ASD especially sought quality over quantity of people in 
their support networks, due to their lack of free time (Shave et al., 2016). In this study, 
fathers expressed a similar need. After their spouses, their top sources of support were 
friends and then parents, with nearly all survey participants indicating at least one family 
member. Yet, understanding and support from family had to be cultivated and finding 
supportive friends who “get it” had been very difficult.   
At the time of the interviews, family had become important both emotionally and 
to meet practical needs. Even when they lived far away, family members were reported to 
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be vital to fathers by enabling them to vent to about their daily frustrations, mostly via 
telephone. They reported that family made them feel cared for, as they expressed interest 
in their well-being, and they made them feel respected. During family visits, they felt less 
stressed, much like what Burkett et al. (2017) found. Probably the greatest relief from 
stress was in providing trusted respite and helping them financially. Those who had 
nearby family were very grateful to have the someone to help nearby. Conversely, many 
fathers often yearned for more support, because many of their family members were 
either unable or unwilling to help, and many fathers indicated that they families were 
reported to make excessive demands on them (similar to findings in Paynter et al., 2018).  
Fathers described family members as being, at first, not helpful nor understanding 
about autism nor the fathers’ challenges. They explained the need to educate many of 
their relatives to facilitate the relatives’ own acceptance, thus opening them up to become 
emotional supports for the fathers. It seems, based on father interviews, that support and 
training for extended family, not just parents, could aid fathers in receiving the family 
support that these fathers indicated they need. This training is probably needed shortly 
after the diagnosis in order to gain useful family support from the outset.  
Study participants reported being challenged in finding supportive friends, since 
friendships with other parents of similar children had been relegated to brief moments of 
needed support while waiting for their children at therapy sessions or at school, and 
friendships with workmates were mostly superficial. Some fathers relied on old friends 
for support while some found new ones, and a few even formed their own social group 
for couples of children with ASD. Fathers interviewed indicated that friends were 
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confidants who seemed to respect and not criticize them, which contrasted with what they 
experienced as a part of their relationships with family and spouses. In addition, friends 
were described as being important in taking pressure off their spouses, since, as study 
data showed, spouses are often a sole source of emotional support. Yet, access to friends 
who understand what they are going through was a great challenge, which may explain 
why many of the survey fathers indicated they needed help in finding such friends. 
Fathers’ difficulty in cultivating friendships seemed to relate to three factors 
described in previous research. Consistent with Altiere and Kluge’s (2003) findings, they 
reported losing many of their old friends due to either physical distance or having less in 
common with them. Newer friends who had typically developing children seemed to not 
understand their situations. Also, fathers indicated that childcare responsibilities 
interfered with the opportunity to build a support network. Such difficulty was also 
pointed out by Broger and Zeni (2011) in a study of fathers of chronically ill children. 
The traditional model of play dates was described as not an effective means of 
socialization as it is for parents of typically developing children, as children with ASD, 
characteristically, do not play in groups as well. It should be noted that the process of 
withdrawing from peripheral social connections while focusing on more intimate social 
relations for emotional homeostasis is actually developmentally appropriate for fathers in 
their thirties and older (Carstensen, 1995; Lansford et al., 1998), and this preference of 
quality over quantity in relationships has been found to be common in fathers of children 
with ASD (Shave et al., 2016).  
Fathers wished that they had professional help to meet supportive friends who 
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really “get it.” This desire is consistent with previous literature (Carpenter & Towers, 
2008; Paynter et al., 2018; Shave et al., 2016). Fathers in this study gave descriptions of 
the type of gatherings that they would be interested in attending, in order to meet such 
peers. Most fathers preferred relaxed gatherings or organized father/child physical 
activity events, much like the father/child clubs described in the study by Carpenter and 
Towers (2008) or even the “My Time” father get-togethers organized by the Australian 
government (Paynter et al., 2018). In addition, study fathers suggested that perhaps 
activities could be structured such that fathers, during the course of events, could take 
turns watching the children in attendance while others participated in the meetings or 
social gatherings with their peers. It would seem that professionals at autism 
organizations or schools would be the most likely to organize such events, yet 
professionals at special needs agencies subsidized by the state government could also 
organize such gatherings for fathers of children or adults with ASD.   
Most survey fathers (64.7%) believed that a support group for only fathers would 
be helpful for them. As in Carpenter and Towers (2008), fathers yearned for the 
opportunity to meet with peer fathers who “get it,” and they felt less constrained in 
talking about any subject (including their marriages) if women were not present. Yet, 
they could not find adequate groups for themselves and/or they did not have time to go, 
which is consistent with other findings (Family TIES of MA, 2018; Krajewski, 2005; 
Oelofsen & Richardson, 2006). Fathers cited what support groups need to focus on to be 
most useful for them, and all of them support other research (e.g., Carpenter et al., 2004; 
Paynter et al., 2018; Pickard & Ingersoll, 2017; Shave et al., 2016). Fathers reported that 
   
194 
they want to share stories in order to not feel alone; to share resources, information, 
strategies and skills, to talk about relationships, and to feel a positive attitude and safe in 
meetings that are reined in by a professional group leader. One specific suggestion that 
was not found in the literature was for some place other than the traditional conference 
room setting to be used for their support groups. They preferred to meet in a leisure 
setting with comfortable chairs, food and drinks. Although experts (such as Davys et al., 
2017; Paynter et al., 2018; Shave et al., 2016) suggest that sharing fun activities together 
can be a useful part of a fathers’ group, only a few study fathers suggested doing 
anything more than sharing refreshments and discussion. Remarkedly, study fathers did 
not mention any worry of being judged in such a group, which was a father concern 
expressed in a study by Shave et al. (2016).  
Study fathers also suggested that mentor networks be established to provide 
effective emotional outlets and support. Mentors would be volunteer fathers who had 
“gone through it all” as fathers of similar children. They suggested that volunteers be 
paired up with interested fathers by autism centers or even medical practices specializing 
in autism. Fathers suggested that having mentors from early in the process would have 
grounded them. Perhaps doing so would also speed the grieving process, although studies 
are needed to prove this hypothesis. Some fathers often felt alone and fearful in 
incidences in which their child acted up. At such a time, being able to call such a mentor 
could both reassure them and help them learn valuable parenting skills to improve the 
situation. Similarly, Rockhill et al. (2015) reported that mentors gave parents of children 
with substance abuse disorders a sense of dependable caring, predictability and guidance 
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“that reduced uncertainty in their lives” (p. 132). Yet, most subjects in this study were 
mothers. Other literature showing the effectiveness of peer mentors with parents of 
children with ASD only have mothers as subjects (Dykens et al., 2014: Maguna et al., 
2017) or focus on full families supporting other families (McCabe, 2008). In the present 
study, many fathers stated that they were interested in mentoring new fathers, as did 
fathers in Shave et al. (2016). According to Morrison et al. (2003), there is a beneficial 
cyclical nature to mentoring that helps parents in reframing. Professionals at 
organizations that serve families of children with autism should consider pairing newly 
diagnosed fathers up with mentors, yet it would behoove them to be open-minded about a 
father’s needs. For example, some fathers may feel that they could talk more openly and 
share their emotions better with a female mentor, as mentioned in Rockhill et al. (2015). 
Some study fathers told about how they believed that the “soft skills of parenting” needed 
to be taught specifically to fathers one-on-one on an ongoing basis. It deserves 
consideration that peer mentors could be a good source to learn from on a continuing 
basis and to call in the moment. Yet, this approach has been mentioned in literature only 
as focused on mothers (Dykens et al., 2014; Magana et al., 2017).  
Supporting fathers who are not joiners. Results from this study suggest a 
somewhat paradoxical situation: fathers who were most involved were also the most 
interested in seeking support, yet the fathers who were least involved appeared to be less 
interested in seeking support. Data from the online survey indicated that more involved 
fathers had greater support from others and they also had greater interest in support 
groups. Higher attendance at one’s child’s therapy/educational meetings also predicted 
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greater interest in support groups. Two of the fathers interviewed admitted that they 
would not be interested in many groups or other trainings, due to their personalities (they 
are not “joiners”). Although they were involved in expressing what an ideal group for 
them would be, these fathers expressed that they could not guarantee that they would 
attend meetings beyond an initial, trial session. Thus, since BAP is quite prevalent in 
parents (Ghaziuddin, 2005; Micali et al., 2004: Piven & Palmer, 1999) and, as this study 
also indicated, other fathers are simply too busy with work to be involved outside of the 
home or are needed to watch children whenever their spouse herself seeks help, it is 
important to consider how professionals could help involve such fathers.  
Fathers interviewed suggested that they would be comfortable with online training 
and groups. Web-based training (videos, webinars, and even various parent sites) may 
work better for these and many other fathers, due to their accessibility to use whenever 
fathers have time to do so. Literature, although focused on mothers, indicates an increase 
in these practices and that they hold promise for accessibility and effectiveness for 
working parents (Guomundsdottir et al., 2017; Hicks & Baggerly, 2017). Internet parent 
sites and gaming sites were frequently mentioned by fathers as places in which 
friendships had grown. Fathers reported feeling truly supported by online friends that 
they had never met in person but with whom they had conversed for many years. 
Notably, some fathers suggested that web-based communication could lead to in-person 
friendships if a parent site were to include only parents whose children receive Special 
Education services within the same school system. In addition to a sense of community, 
they believed that such an online parent network could lead to political power in the 
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school system.  
As also suggested by Carpenter and Towers (2008), fathers said that schools 
could interest fathers in helping out at school with activities like painting the building. 
Self-described “non-social” fathers in this study admitted that such an activity could 
“hoodwink” them into meeting other fathers. It may also work for organizations to match 
such fathers with ideal mentors or for organization members to offer their aid to such 
fathers, as one father recounted, “almost in my face,” so they would feel comfortable to 
accept such support. 
Adjustment is possible. This study was notable in its descriptions of how study 
fathers grew from their experiences with their children with autism by the act of 
reframing their situation. Their descriptions appear to be consistent with extant literature. 
When receiving their child’s diagnosis and shortly after, fathers experienced reactions 
that closely mimicked the grief cycle as delineated by Kübler-Ross and Kessler (2005) 
and adapted by Seligman and Darling (2007) to the experiences of parents of children 
with disabilities. Fathers expressed their initial reactions of shock and numbness with rich 
descriptions, such as feeling like they had been “punched in the stomach” and getting the 
“one thousand-mile stare.” They indicated that they experienced denial as confusion 
regarding the diagnosis, which some thought was based on subjective opinion. They 
described experiencing fantastical thinking that “magically everything would turn out 
right,” similar to what Seligman and Darling (2007) described. They reported being 
focused towards what professionals could do and a tendency for “chasing ghosts.” Study 
fathers gave descriptions of anger and frustration, often towards professionals (as in 
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Anderegg et al., 1993; Seligman & Darling, 2007; Westberg, 1971). Depression and even 
crying was reported by fathers when they realized that their children were not going to 
get much better. Yet, as found by Seligman and Darling (2007), denial, detachment 
and/or avoidance are common at the end of depression, and a majority of fathers in this 
study recalled denying their real situation, detaching and focusing on “why me” (as in 
Witcher, 1989) as they resisted returning to the work of real life (Westburg, 1971). 
Fathers in this study described having gone through a period of denial early on, before 
switching course and participating as much as they could, much like Seligman and 
Darling’s (2007) description of detachment and avoidance in the depression stage of the 
grief cycle. Research considers this behavior to be common for fathers of disabled 
children (Keller & Honig, 2004; Seligman & Darling, 2007; Towers & Swift, 2006). 
Study fathers reported that they took anywhere from a few hours to one year until they 
fully became part of their child’s team, which required them to first find acceptance of 
their situation; this timeline is under the parameters discussed in Seligman and Darling 
(2007). Kübler-Ross and Kessler (2005) and Seligman and Darling (2007) stated that 
parents must go through anger and depression, often including a period of detachment, 
before accepting their child’s disability, and, as mentioned earlier, the study fathers 
seemed to follow this pattern. Most fathers eventually realized that it made sense that 
their child had autism, due to either having BAP themselves, family members that 
appeared to have ASD, and/or their age when they had their children. Genetic liability is 
well-documented in literature (Donaldson et al., 2017; Ghaziuddin, 2005; Micali et al., 
2004), as are the effects of parental age (e.g. Lampi et al., 2013). Eventually, fathers’ 
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responses suggested that they did not care about the reasons and fully accepted 
neurodiversity.  
Fathers had developed the quality of hardiness--seeing their situation as a joyful 
challenge as depicted by Harris et al. (1991), or seeing their situation as comprehensible, 
meaningful and manageable similar to findings expressed in the studies by Mak et al. 
(2007) and Oelofesen and Richardson (2006). Hardiness may explain the ability of study 
fathers to give rich, qualitative descriptions of their real joys of being with their children: 
(a) specific fun activities that they do together which apparently support play and 
language development (similar to Clark, 2009; Flippin & Crais, 2011); (b) special father-
child activities that foster a high-quality relationship and better emotional regulation in 
the child (as also in Mallers et al., 2011; Mazzone & Nader-Grosbois, 2017; Ting & 
Weiss, 2017); (c) a true affectionate, emotional connection and bond that may be even 
stronger, due to disability (as depicted in Carpenter & Towers, 2008); and (d) 
experiencing delight with the joy on the faces of their children when they accomplish 
something. Apparently, the well-being of study fathers was not predicted by the level of 
functioning nor characteristics of their children, which is consistent with most literature 
(e.g. Hastings et al., 2005; Kersh et al., 2006) and contrary to others (e.g. Argumedes et 
al., 2018). They even enjoyed their child’s social quirkiness, restricted interests and 
happiness with being by themselves. It appears that father development of reframing, 
hardiness and attachment were greatly related. There were not enough data in this study 
to fully discuss these characteristics. This is possible direction of future research.  
Fathers reported making great progress through redefinitions which allowed them 
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to devalue old beliefs and refocus their priorities, as depicted also in Tunali and Power 
(2002) and as part of Bowen’s (1978) Family Systems Theory. First, by explaining their 
situation using their own schemas, they used sense making (Pakenham et al., 2004). 
Making sense of why their child had ASD is a good example. Second, they assigned 
meaning to why they had a child with autism, which usually has a spiritual dimension 
(Seligman & Darling, 2007; Shapiro, 1989). A few fathers spoke about being “blessed” 
and several accepted that they were supposed to have their child. The third and major 
redefinition was benefit finding, which is especially well-researched (Bayat, 2007; 
Besser, 1998; King et al., 2008; Pakenham et al., 2004; Stainton & Tunali & Power, 
2002) and is correlated to positive affect (Lim & Chong, 2017). In this redefinition, the 
fathers found benefits in their situation. As found in the aforementioned literature, it 
appears, from their reports, that study fathers (a) learned to find the small joys in life and 
look towards the positives; (b) redefined themselves as a father of a child with ASD with 
a change in priorities that emphasized their family and family closeness; (c) were 
changed spiritually by “seeing humanity in a different light” in which a person’s value 
was not tied to achievement or self-sufficiency and new tolerance and support of people 
with disabilities; and (d) made positive personality changes, which included more 
patience, empathy, compassion, unconditional love, perseverance and finding 
opportunities to help others. Interestingly, other changes that do not appear in earlier 
literature was how study fathers reported personal changes having to do with their ability 
to step out of their usual persona to become either more driven, more outgoing or more 
grounded. Thus, this study gave a fuller example of benefit finding.  
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Limitations. There are several limitations in this study. These include researcher 
bias, data collection sources, inaccuracies in recall, recruitment bias, and homogeneity of 
the sample. 
Researcher bias. From the very beginning of starting the study, it was understood 
that, being a father of a son with autism, I needed to consider bias. Therefore, the 
challenge was to not set up the study and not interpret the data as a father of a child with 
autism. With the help of his committee, questions were formulated to not be leading, and 
I made sure to be only a reflective listener, during the interviews. I also used reflection in 
interpreting the data. The peer reviewer, a professional in the field but not a parent 
herself, was invaluable to also check the interpretation. Yet, in the “implications and 
recommendations” section of Chapter V, it is likely that the experience of being a 
psychotherapist serving people with ASD greatly influenced my specific suggestions, 
such as the use of a clinical social worker or psychiatric nurse at diagnostic evaluations. 
With the help of my dissertation committee, I attempted to focus on the subjects’ 
suggestions and to abstain from editorializing or using my own personal beliefs.    
 Recruitment bias. Both the interviews and the online survey used convenience 
samples from autism organization and schools. It may be assumed that these fathers were 
highly involved in such organizations and in parent research to find the notices for the 
study and to be interested in helping with such study. It could also be assumed that 
fathers participating would be ones who either were fairly happy with many of their 
experiences or who had quite a bit of negative experiences that they wished to share. 
Fathers who felt mostly neutral would probably have little interest in such a study. Also, 
   
202 
understanding the value for research of such a study certainly would bias recruitment 
towards fathers with greater understanding of research.  
 It is possible that interviewing fathers with children as old as twelve may have 
been a limitation. An examination of interview data (an admittedly small sample) showed 
that two of the fathers of children between eleven and twelve described behavior of more 
isolation and less neediness, which appears to be associated with the start of adolescent 
behavior. However, the other two fathers of children in that age range did not mention 
such behavior. The age range chosen was done to give a useful depiction of fathering a 
child with autism in the early school years without focusing on the experiences of 
fathering adolescents, which was believed to uncover separate challenges and lead to two 
distinct experiences. In the online survey, however, the age of child demographic was 
rarely a factor, but age 11-12 was occasionally an outlier, with two children exhibiting 
some identifiable teen behavior. In reflection, it may have been better to not include 
fathers of children who were over ten. However, studying fathers of children in their 
teens would certainly be useful, in future studies. In addition, studying fathers of recently 
diagnosed children up to age five could be very useful in giving an even more accurate 
understanding of fathers’ needs for support in those early years.  
Homogeneity of the sample. The other limitation is that these results may not be 
generalizable to the entire population of fathers of children with autism. The interview 
fathers were notably very involved fathers who were more highly educated and had a 
higher economic standing than average American fathers. In addition, nine of the ten 
fathers identified as white. In the online survey, demographic groups were better 
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represented but some were still small. For instance, it was useful to collapse ethnic 
groups into “identified as white” and “did not identify as white,” in order to achieve 
adequate power to analyze the effect of ethnicity. The very major limitation was that 
there were absolutely no African-American fathers who participated in the study. 
Considering that all ethnic groups are represented well in the autism community, it would 
be useful to work hard at recruiting participants from this major ethnicity. Ideally, a 
future study would recruit participants for every group in all categories to equal the 
national average. 
 Other survey-related limitations had to do with application of the Convoy model 
scale. The interviews used the original 7-point scale for, “overall satisfaction with support 
network,” yet this item was replaced in the online survey by a 5-point Likert scale for, “I 
am happy with the size and quality of my support network,” in the author/researcher’s 
“Support from Others” subscale. The differences may have affected results. In addition, 
the interviews used the original Convoy method of listing every member of one’s support 
network and then answering all of the items for each member. Only spouses were 
considered in the online survey, with the limitation of not collecting Convoy data on 
family nor friends. Perhaps asking for an average for friends and one for family could 
have worked, but that method would also have differed a great deal from that of the 
original Convoy.  
 Inaccuracies in recall. Fathers in both parts of the study were asked to recall past 
experiences and feelings related to them. However, much of the study related to current 
experiences and feelings. In some cases, fathers needed to recall events up to ten years in 
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the past, although those experiences were only a few years in the past for many of the 
fathers. Limiting the participants to fathers whose children were no more than twelve 
years old ensured that the memories were not very old, but inaccuracies were possible. 
Fathers may have remembered these past events more or less positively than they really 
experienced them, at the time. 
 Implications and recommendations. The results of this study largely supported 
existing research, although they gave a fuller picture of what fathers of children with 
autism believe that they need for support. There are several implications and 
recommendations for practice that are indicated by the results and suggestions of study 
fathers. 
 This study adds to the extant literature that reports the need for families, and 
specifically fathers of children with autism who are non-verbal, at the time of diagnosis. 
Therefore, an important implication would be for professionals to treat fathers for 
possible grief reactions. Recommendations that should be followed include having 
professionals check in with fathers for signs of distress, and to offer to help them find 
qualified psychological support, if needed and desired.  
 Fathers suggested practical recommendations for support that should be provided 
when a child is diagnosed with autism. They are:  
(a) The inclusion of a qualified professional, such as a clinical social worker or 
psychiatric nurse, to work with the diagnostician to provide support to the 
family, in the moment, and immediately after the appointment with the 
diagnostician, as needed. 
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(b) The inclusion of a qualified professional to aid the family in understanding the 
nature of the disability and the needed services to maximize outcomes for 
their children, including referrals for medical and autism organization support.  
Since parents will need to make sense of the diagnosis and what they are dealing 
with (an important part of redefinition), it would be helpful to fathers if professionals 
directed them to evidence-based information, at this time. Relatedly, an important 
redefinition for many parents is to assign meaning to why they have a child with autism 
and counsellors could often be valuable, at this time.     
 Additional types of information fathers noted they wished they had had access to, 
after the initial diagnosis, included the following: 
(a) information specific to insurance coverage for autism services, 
(b) a “crash course” on understanding the autism community, 
(c) information about how to evaluate recommended interventions  
(d) explanations regarding special education laws and services, 
(e) information on challenges related to raising the child, 
(f) suggestions regarding balancing raising a child with autism with other family 
needs,  
(g) specific training in problem-focused methods for handling basic behavioral 
challenges with their child, and 
(h) information about how to access respite care.  
Also, the fathers made recommendations regarding the ways that information could be 
shared and training could be provided. Among the suggestions were the following: 
   
206 
(a) Web-based training,  
(b) Facilitation of networking opportunities, 
(c) Communications sent to both mothers and fathers, 
(d) Scheduling of meetings at times that enable fathers to attend,  
(e) Providing notices of the purpose of meetings and access to information that 
would enhance their understanding of the focus on the meetings, and  
(f) Increasing service providers understanding of the emotional needs of fathers.   
 The need for social support was emphasized by fathers, and parent to parent 
networks are recommended. It was clear from the study that fathers need to find 
emotional support from others who understand what they are going through, especially 
fathers who have similar children, and that they needed to rebuild their social networks 
with more people like that, and professionals may be able to help. Such arrangements 
appear to work well with mothers, yet more research is needed to determine the 
effectiveness with fathers. 
Fathers in the study had difficulty finding qualified counselors to lead fathers-
only groups or for individual therapy. There appears to be a need to develop more 
professional counselors who have expertise in autism, parenting and the particular grief 
experienced by these fathers. There also need to be more groups available for fathers to 
join, and based on the recommendations of the fathers, they should be targeted 
specifically for fathers with children with autism.  
Fathers in this study reported strain on their marriages. The kinds of support 
recommended by fathers delineated above, likely, would help. In addition, counselors 
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specifically trained to work with families with children with autism could be beneficial. 
Yet, the specialty of counseling parental couples of children with ASD needs be 
developed, and research has not been done on its efficacy. 
It is recommended that therapists schedule times to work with both mother and 
father together or at least work directly on a regular basis with fathers on specific 
interventions. Even when fathers are rarely available, occasional direct training would be 
useful. Fathers reported that they preferred to get their trainings virtually. It would be 
helpful if father received recommendations for training on evidence-based practices. In 
addition, fathers felt that they could be trained most effectively in the “soft skills of 
parenting” via networking with other parents. Assistance in accessing networks could be 
helpful to fathers.   
Even when fathers had equal or primary parenting roles, they reported feeling 
marginalized and given little support by service providers. They wished to be kept 
informed. Service providers should make an effort to communicate with both parents, and 
not just one, to minimize this. Fathers should be sent all emails that the mothers get. 
Schools should be more active in enticing father involvement and attendance in 
meetings. Efforts could include scheduling meetings around each father’s work 
schedules, providing childcare coverage, to make it possible for fathers to attend. Making 
fathers feel more comfortable in meetings is also important. Before these meetings take 
place, teachers or therapists could prepare fathers for the meetings by teaching or 
directing fathers to resources that will help them understand what will be covered. They 
also need to consciously direct all comments to both parents as a whole. Making an effort 
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to understand and cater to the mental health, developmental and even BAP challenges of 
individual parents will help fathers feel more comfortable and become more involved.    
This study also showed evidence of fathers moving to acceptance of their child, 
the diagnosis and sometimes even their own Broader Autistic Phenotype (BAP) traits to 
redefine themselves and to bond with their child. Benefit finding is defined the “cognitive 
adaptation in which individuals positively evaluate their circumstances” (Pakenham et al., 
2004, p. 246). While these fathers eventually found benefit in their situations, support in 
doing so, apparently would have been helpful.  
 Future Research. Results from this research gave a good overall impression of 
what fathers of children with autism who are non-verbal  believe that they need for 
support, yet several questions remain for future research. The next direction that research 
should take is to find out whether the suggestions of fathers and practice implications 
would be effective in their practical applications and then how to improve upon them to 
make them most effective.  
 Fathers suggested how they could be more supported during the diagnosis 
appointment and shortly afterwards, and I made practice implications in setting forth a 
plan using father suggestions. Is this plan sufficient to increase father happiness, 
involvement and lower stress or might another plan be more useful? Secondarily, would 
early family support for the extended family increase family member happiness and 
involvement, actual support for the parents, and decrease stress for both the parents and 
the family members?  
 Considering marital support, the major question is how can professionals best 
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support couples parenting children with autism? How can one develop a couples therapy 
specialty and would it lead to increased marital quality and better father involvement? 
Would trainings on being a better husband of a mother with a special needs child be 
effective in improving marital quality and decreasing stress? And would helping fathers 
find a best friend and regular respite correlate to better marital quality and reduced stress?  
 Concerning the emotional support of fathers, questions include: What are the most 
effective methods of service delivery? What is the most effective way to foster the 
cognitive shifts have been so useful to this population, especially benefit finding? What is 
the best way to help fathers network build informal networks? Would developing mentor 
networks using experienced volunteer fathers who had followed the same path be 
effective, as measured by father mental health measures, father involvement and even on 
marital quality, and what is the best way to do so? And would closed online networking 
group for school or district Special Education parents be a solution?  
 Relatedly, this study found that fathers adjusted well through the development of 
reframing, attachment and hardiness. Yet, data about these processes were lacking to give 
a better understanding of how these characteristics relate to one another. One future 
research question is how does the act of fathers reframing their situations and redefining 
themselves relate to attachment with their children and to their development of hardiness?  
   Regarding education and therapy, the major question is what would happen if 
schools and therapists adopted the practice implications regarding how related to and 
training both parents? Will providing direct therapy training to fathers improve child 
outcomes, marriage quality, father mental health measures and result in fathers training 
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others, as suggested by Elder et al. (2005)? And will realigned service delivery lead to 
greater father involvement in meetings?  
 It is possible that study findings are not unique to fathers of children with autism 
and that some of findings may relate to fathers, in general. Conversely, other findings 
may be more particular to fathers whose children with autism have verbal challenges and 
not as much to those fathers whose children do not have language impairments. 
Therefore, it would useful to conduct comparison studies. In particular, it would be useful 
to compare the spousal support given in couples who have a child with autism with the 
spousal support given in couples with typically-developing children. An interesting ASD-
group question is do fathers with verbally-challenged or fathers with non-verbally-
challenged children with autism have greater emotional and attachment challenges?    
 Conclusion. Fathers of children with autism have challenges and needs for 
support that are not sufficiently understood by research. Successful adaptation to being 
such a parent appears to depend on a complex interplay of stressors that interact with 
family resources, which interact with family definition of the stressor and coping abilities 
to produce family crisis and adaptation levels, according to the Double ABCX model 
(Bristol, 1987; Hill, 1958; McCubbin & Patterson, 1981). Support can be provided at 
every step of the way, which has the potential to improve outcomes. Yet, unlike mothers, 
fathers report that they suffer from a lack of support that has not been sufficiently 
addressed (Davis, 2001; Dorris, 1989; Krajewski, 2005, Naseef, 2002). Therefore, this 
mixed-methods study researched what fathers themselves see as their challenges and 
stresses, what fathers cite as their support needs, what needs they find to be frequently 
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unmet, and in what ways fathers believe that their support ought to change in order for 
them to thrive as valuable members of their child’s educational team. It should be noted 
that although this was not a comparison study, it is possible that study findings may not 
be unique to fathers, and some findings may relate to fathers, in general.   
Interviews with fathers revealed rich descriptions of their challenges with their 
children and their needs for support. They also led to the themes that adjustment and 
raising their children was difficult, adjustment is possible, but that specific supports 
would have been helpful. Online survey results gave a fuller, more generalized picture of 
father support needs and how they interacted.  
 This study helps to delineate specific supports that fathers wish to receive, even 
though much future research is needed. In general, fathers need respite and other 
instrumental support from family and professionals to help them deal with child 
behavioral challenges. At the diagnosis and shortly afterwards, they need for 
diagnosticians, nurses, social workers and local autism organizations to support and guide 
them through specific tasks that will make acclimating into their new role easier and less 
confusing. Fathers need emotional support by family, friends, professionals, autism 
organizations and schools; including help to establish positive informal support networks, 
mentorships and develop positive coping skills. Relatedly, specific recommendations 
were given to make formal, fathers-only groups most effective. Fathers also greatly need 
support and teamwork from their wives and, to make it possible, support from 
professionals, therapists and best friends. Finally, they need direct educational and 
therapy support by therapists, schools and other parents to become more involved with 
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their child’s education and therapies. 
 Finally, this study gave insight into the close bond that these fathers had with their 
children. Descriptions of the sheer joy, happiness, fun activities and close emotional 
bonds that they have appear to stand in stark contrast to what one might suspect when 
considering the official diagnosis (APA, 2013). There are also descriptions of how these 
fathers had redefined themselves as fathers of children with autism, accepted the 
diagnosis and even genetic predisposition in themselves, and had developed generous 
positive qualities that they had not had before such as patience, empathy and compassion. 
These study fathers truly want to help and enjoy their children, but financial and 
employment needs often pull them away from a higher degree of involvement. Therefore, 
it is hoped that information from this study can be used to better support fathers’ 
particular needs for support and help them discover how they can be involved in the most 
efficient ways possible.  
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APPENDIX A  
 
Informed Consent for Interviews (Part 1) 
 
PARTICIPANT LETTER OF CONSENT: 
PURPOSE OF THE STUDY 
Fathers of children with autism may need parental support. So far, research on parental support 
has focused on mothers. There is a gap in knowledge about what fathers personally consider their 
support needs to be, about how well fathers’ needs are and have been met, and about how fathers 
would like delivery of support to change, if at all. This study attempts to begin to fill this gap and 
thereby help to understand the support needs of these fathers. 
 
You are invited to participate in this study if you are the biological, custodial father of a child 
with autism, age 5 to 12 with verbal speech challenges, and you co-parent with a female partner 
(whether wife or girlfriend). Your participation is voluntary. Please take as much time as you 
need to read the information below, to read the consent form and to discuss participation with 
family and friends, before deciding to participate. Please feel free to ask me questions about 
anything that you do not understand. 
 
STUDY PROCEDURES   
If you volunteer to participate in this study, you will be asked to fill out a short online survey, 
which will take less than five minutes of your time. The demographic information entered will 
qualify you for the study. Once I receive your completed survey, I will contact you to do a short 
prescreening questionnaire to verify that your child has autism with verbal speech challenges, 
answer any questions that you may have, and, if you qualify for the study, to arrange for an in-
person interview. This prescreening call should take no more than 15 minutes of your time. In the 
event that any information received about your child disqualifies you, you will be notified 
immediately within the interview or shortly afterwards, when data has been analyzed. Otherwise 
you will receive confirmation of your interview and a short social network chart to be filled out 
before the interview, which should take less than five minutes. The interview will take place in 
person or using video conferencing, at your convenience. The interview will be audio-recorded, 
with your permission. If you participate in the interview, I may contact you once by phone for 
follow-up questions, if there are any.  
 
POTENTIAL RISKS AND DISCOMFORTS 
There are no anticipated physical or legal harms to you. Answering questions about possible past 
or ongoing challenges related to your child’s, family’s, and personal experiences could result in 
emotional distress. You can take a break from the survey, reschedule the interview or quit at any 
time you wish.  
 
REAL AND POTENTIAL BENEFITS TO PARTICIPANTS AND/OR TO SOCIETY 
Potential benefits include emotional satisfaction from the opportunity to discuss experiences that 
you, your child and family have had with an understanding and experienced licensed, 
independent social worker, who is a therapist and special educator, as well as the feeling that your 
participation may help fathers in a similar situation, in the future. Knowledge developed from 
participants’ interviews may positively influence better delivery of support for fathers by aiding 
program planners in designing, implementing, and evaluating support opportunities. In addition, 
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as a token of my appreciation for your time, you will receive a $20 gift certificate from a major 
retailer of your choice from a list of three options.  
 
CONFIDENTIALITY 
Any identifiable information obtained in connection with this study will remain confidential and 
will be disclosed only with your permission, or as required by law. All data will be identified only 
by a study ID that will be linked to you via a master code. Access to the master code will be 
limited only to me and stored in a locked office in a file separate from the study data. Audio files 
from the interview will be stored in this locked office will be deleted after three years following 
the completion of the study. Transcriptions will be kept indefinitely. When the results of the 
research are published or discussed in conferences, no identifiable information will be used.  
 
PARTICIPATION AND WITHDRAWAL 
Your participation is voluntary. Your refusal to participate will involve no penalty or loss of 
benefits to which you are otherwise entitled. You may withdraw your consent at any time and 
discontinue participation without penalty. You are not waiving any legal claims, rights or 
remedies because of your participation in this research study.  
 
RESEARCHER’S CONTACT INFORMATION 
If you have any questions or concerns about the research please feel free to contact me, Stephen 
Nadel (researcher) at 508-560-0585; snadel@bu.edu; or Boston University, School of Education, 
Two Silber Way, Boston, MA 02215 
 
RIGHTS OF RESEARCH PARTICIPANT—IRB CONTACT INFORMATION 
If you have questions, concerns, or complaints about your rights as a research participant, you 
may contact the IRB directly at the information provided below. If you have questions about the 
research and are unable to contact me, or if you want to talk to someone independent of the 
research, please contact the Boston University Institutional Review Board at 617-358-615; 
irb@bu.edu; 25 Buick Street, Room 154, Boston, MA 02215 
 
 
Thank you for your participation. 
 
 
 
Sincerely, 
Stephen Nadel, A.B.D., M.S.W., M.Ed., M.M., L.I.C.S.W. 
Candidate for the degree of Doctor of Education 
Boston University, School of Education 
 
I give my permission for this study. 
 
Printed name: ____________________ 
 
Signature:_______________________ Date: ____________________   
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APPENDIX B  
 
Informed Consent for Survey (Part 2) 
 
PARTICIPANT LETTER OF CONSENT: 
 
PURPOSE OF THE STUDY 
Fathers of children with autism may need parental support. So far, research on parental support 
has focused on mothers. There is a gap in knowledge about what fathers personally consider their 
support needs to be, about how well fathers’ needs are and have been met, and about how fathers 
would like delivery of support to change, if at all. This study attempts to begin to fill this gap and 
thereby help to understand the support needs of these fathers. 
 
You are invited to participate in this study if you are the biological, custodial father of a child 
with autism, age 5 to 12 with verbal speech challenges, and you co-parent with a female partner 
(whether wife or girlfriend). Your participation is voluntary. Please take as much time as you 
need to read the information below, to read the consent form and to discuss participation with 
family and friends, before deciding to participate. Please feel free to ask me questions about 
anything that you do not understand. 
 
STUDY PROCEDURES   
If you volunteer to participate in this study, you will be able to do consent, all prescreening 
questions and the questionnaire consecutively, in one session that will last approximately 30-50 
minutes. In the early prescreening parts, skip logic is used so that, if some information about you, 
your child or your family disqualifies you from the study, you will be notified immediately, the 
survey will be ended, and no more of your time will be taken. The survey will require checks in 
multiple-choice answers. It begins with consent, at the end of this page. Then, demographic 
questions will be asked followed by a series of questions about your child’s disability. Finally, the 
questionnaire about support will given. After you finish the questionnaire, you will follow a link 
to a separate web site that will allow you to order the gift certificate that you earned for 
participation.  
 
POTENTIAL RISKS AND DISCOMFORTS 
There are no anticipated physical or legal harms to you. Answering questions about possible past 
or ongoing challenges related to your child’s and family’s experiences could result in emotional 
distress. You can take a break from the survey, reschedule the interview or quit at any time you 
wish.  
 
REAL AND POTENTIAL BENEFITS TO PARTICIPANTS AND/OR TO SOCIETY 
Potential benefits include emotional satisfaction from the opportunity to relate the experiences 
and feelings that you, your child and family have had, as well as the feeling that your 
participation may help fathers in a similar situation, in the future. Knowledge developed from 
participants’ answers may positively influence better delivery of support for fathers by aiding 
program planners in designing, implementing, and evaluating support opportunities. In addition, 
as a token of my appreciation for your time, you will receive a $10 gift certificate from a major 
retailer of your choice from a list of options.  
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CONFIDENTIALITY 
The only identifiable information that will be obtained in connection with this study will be 
through gift certificates. This information will be shared only with the gift certificate company 
and will not be disclosed to the researcher, except only with your permission, or as required by 
law. All data will be identified only by a study ID that will never be linked to you. Since the 
researcher will never ask for your name, your data will only be linked to your demographic data 
and not to you, personally. When the results of the research are published or discussed in 
conferences, no identifiable information will be used.  
 
PARTICIPATION AND WITHDRAWAL 
Your participation is voluntary. Your refusal to participate will involve no penalty or loss of 
benefits to which you are otherwise entitled. You may withdraw your consent at any time and 
discontinue participation without penalty. You are not waiving any legal claims, rights or 
remedies because of your participation in this research study.  
 
INVESTIGATOR’S CONTACT INFORMATION 
If you have any questions or concerns about the research please feel free to contact me, Stephen 
Nadel (researcher) at 508-560-0585; snadel@bu.edu; or Boston University, School of Education, 
Two Silber Way, Boston, MA 02215 
 
RIGHTS OF RESEARCH PARTICIPANT—IRB CONTACT INFORMATION 
If you have questions, concerns, or complaints about your rights as a research participant, you 
may contact the IRB directly at the information provided below. If you have questions about the 
research and are unable to contact me, or if you want to talk to someone independent of the 
research, please contact the Boston University Institutional Review Board at 617-358-615; 
irb@bu.edu; 25 Buick Street, Room 154, Boston, MA 02215 
 
Thank you for your participation. 
 
 
 
Sincerely, 
 
Stephen Nadel, A.B.D., M.S.W., M.Ed., M.M., L.I.C.S.W. 
Candidate for the degree of Doctor of Education 
Boston University, School of Education 
 
 
 
 
I agree to participate in this study 
 
a. ______ yes 
b. ______ no 
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APPENDIX C 
 
Demographic Information (for Part I: Qualitative Interviews) 
 
1. What is your age? _______ 
2. Does your child have autism? a. ______yes 
b.______ no 
3. What is the age of your child with autism? _______ 
4. Are you this child’s biological father? a. _____ yes  
b. _____ no 
5. What is your marital status? a. _____ married 
b. _____ living together 
c. _____ divorced 
d. _____ single 
e. _____ separated 
6. Is your parenting partner a. _____ female 
b. _____ male 
c. _____ I do not have a partner     
7. Are you White, Black or African-American, 
Hispanic or Latino, American Indian or Alaskan 
Native, Asian, Native Hawaiian or other Pacific 
islander, or some other race? 
a. _____ Hispanic or Latino  
b. _____ American Indian or Alaskan 
Native  
c. _____ Asian  
d. _____ Native Hawaiian or Other Pacific 
Islander 
e. _____ White 
f. _____ Mixed race or other race 
8. How would you label your ethnic identity? _______________ 
9. What is your educational background? a. _____ some high school 
b. _____ high school degree or GED 
c. _____ some college or technical school 
d. _____ college degree 
e. _____ graduate degree 
10. What is your employment status? a. _____ full-time 
b. _____ more than full-time or 2+ jobs 
c. _____ part-time 
d. _____ unemployed 
e. _____ retired 
11. How would you label your economic status? a. _____ low 
b. _____ medium 
c. _____ high 
12. What type of school does your child attend? a. _____ public 
b._____ private (or 766)  
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APPENDIX D 
 
Demographic Information (for Part II: Quantitative Survey) 
 
1. What is your age? a. _____ < 21 
b. _____ 21-25 
c. _____ 26-30 
d. _____ 31-35 
e. _____ 36-40 
f. _____ 41-45 
g. _____ 46-50 
h. _____ 51-55 
i. _____ 56-60 
j. _____ > 60 
2. Does your child have autism? a. ______ yes b. _____ no 
3. What is the age of your child with autism? a. _____ 4 or under 
b. _____ 5-6 
c. _____ 7-8 
d. _____ 9-10 
e. _____ 11-12 
f. _____13 or over 
4. Are you this child’s biological father? a. _____ yes  
b. _____ no 
5. What is your marital status? a. _____ married 
b. _____ living together 
c. _____ divorced 
d. _____ single 
e. _____ separated 
6. Is your parenting partner a. _____ female 
b. _____ male 
7. Are you White, Black or African-American, 
Hispanic or Latino, American Indian or Alaskan 
Native, Asian, Native Hawaiian or other Pacific 
islander, or some other race? 
a. _____ Hispanic or Latino  
b. _____ American Indian or Alaskan 
Native  
c. _____ Asian  
d. _____ Native Hawaiian or Other Pacific 
Islander 
e. _____ White 
f. _____ Mixed race or other race 
8. What is your educational background? a. _____ some high school 
b. _____ high school or GED 
c. _____ some college or technical school 
d. _____ college degree 
e. _____ graduate degree 
9. What is your employment status? a. _____ full-time 
b. _____ more than full-time or 2+ jobs 
c. _____ part-time 
d. _____ unemployed 
e. _____ retired 
10. How would you label your economic status? a. _____ low 
b. _____ medium 
c. _____ high 
11. What type of school does your child attend? a. _____ public 
b._____ private (or 766) 
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APPENDIX E 
 
Interview Questions (Part 1) 
 
1. Please tell me about your child.  
a. Tell me about the activities that you like to do together 
b. Tell me more about your relationship with your child 
2. Suppose a male friend told you that he just found out that his child has 
autism. Based on your experience, what would you tell him about getting 
the support he will need?  
a.  What types of support would you recommend? 
b.  Where would you suggest he find that support?  
c.  What are the reasons for making those recommendations? 
3.  Of the items or services that you recommended, which did you not 
receive? 
a.  Anything about dealing with emotions?  
b.  Anything about increasing your understanding of autism?  
4.  How and when was your child diagnosed? Tell me what happened when 
you learned of your child’s diagnosis. What were you thinking and feeling 
at that moment? 
a.  How old was your child and which instruments/measures were used? 
b.  Have these feelings and thoughts changed over time? If so, how? 
c.  Please describe the support, if any, that you have received pertaining to 
these feelings 
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d.  Tell me about what you have learned or benefits that have come from 
being the father of a child with autism, if any 
5.  Parents sometimes wonder or have ideas about why they have a child with 
autism. What sort of similar thoughts, if any, have you had?  
a.  What support, if any, have you had around such matters?  
b.  What type of support do you wish you had?  
c.  What type of support do you recommend should be provided? 
6.  How would you describe your emotions related to raising your child with 
autism? 
a.  Please tell me about the support, if any, that you received pertaining to 
these emotions.  
b.  Have you ever participated in a support group? Can you tell me about 
your experience with the group?  
c.  If you had the power to design a program designed to provide 
emotional support to help fathers with the raising a child with 
autism what would it look like?  
7.  As a father of a child with autism, what stresses, if any, do you 
experience? What rewards, if any, do you experience? 
a.  Tell me about any support, if any, that you have received around your 
role as father and husband?  
b.  What support do you wish that you and all fathers like you had to help 
you with your role?  
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8.   Please tell me about parent education or training, if any, that you have 
received? 
a.  How old was your child when you began receiving parent training?  
b.  Are you receiving any presently?  
c.  Please tell me about the quality of services and teaching provided by 
professionals who work with your child?  
d.  How would you characterize your relationship with professionals who 
work with your child?  
e.  In what ways, if any, is/were your relationships with professionals 
different from how you see your wife/partner’s relationship with 
professionals?  
f.  Given your experience, if you had the power to design or re-design 
parent training to best suit fathers, what would it look like?  
9.   Please look at the Convoy model that you filled out before this session. 
[Part two of Convoy revision will be asked at this juncture] In considering 
your support network, are you satisfied for it to stay the same, or would 
you like it to be different? If so, in what way(s)?  
a.  If you think back to before your child was diagnosed, which of these 
people would have been on it then? Are there other people who 
would have been on it then who no longer provide support to you? 
Do you have any opinion about why it might have changed? Did 
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the relationship just become more distant or was there another 
reason? 
b.  Please describe the role that your wife/partner plays for support.  
c.  Tell me about any other friend or family member who plays a 
significant role in supporting you.  
d.  If you had the power to set up any types of activities, events or 
trainings that could help fathers gain more supportive friends, what 
would they be like? 
10.  That covers the things that I wanted to ask. Is there anything you care to 
add? 
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APPENDIX F 
 
“Support from Others” subscale 
 
It’s easy to be involved with my child 
because… 
Strongly 
agree 
Somewhat 
agree Neutral 
Somewhat 
disagree 
Strongly 
disagree 
1. I know I am able to get the support I 
need in dealing with difficult emotions 
(R)  
1 2 3 4 5 
2. Professionals were very supportive to 
me when my child was first diagnosed 
(R)  
1 2 3 4 5 
3. Professionals have supported me 
around my role as father and husband in 
the last few years (R) 
1 2 3 4 5 
4. I am happy with the size and quality 
of my support network (friends and 
family) (R) 
1 2 3 4 5 
5. I really believe that a support group 
for only fathers would be helpful 1 2 3 4 5 
It’s difficult to be involved with my 
child because…      
6. My wife/partner is my only real 
source of support 1 2 3 4 5 
7. I need support to meet new, 
supportive friends who get what I’m 
going through 
1 2 3 4 5 
 
Sources of Support 
 
8. The three people I turn to most for support are (with 3 identical drop-lists)  1 2 3 
 Friend    
 Professional    
 Neighbor    
 Work mate    
 Spouse or partner    
 Other child    
 Parent    
 Sibling    
 Grandparent    
 Aunt or Uncle    
 Cousin    
 Other relative    
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APPENDIX G 
 
Permission to use Fathers of Children with Developmental Challenges scale 
 
 
 
Agnes Ly   Nov. 3, 2013   Nov 25 
 
 
Hello Stephen, 
 
Congratulations on almost proposing your dissertation!  Yes, you're 
welcome to use the FCDC in your study and there is no charge.  We 
included the items within the article so that it could be available to anyone 
who wanted to use it. 
 
Best wishes on your dissertation, 
Agnes 
 
 
--- 
Agnes R. Ly, Ph.D. 
Assistant Professor 
Department of Psychology 
University of Delaware 
Office: 212 Wolf Hall 
Email: aly@psych.udel.edu  
   
225 
REFERENCES 
 
Abramson, R.K., Raven, S.A., Wright, H.H., Wieduwilt, K., Wolpert, C.M., Donnelly, 
S.A., Pericak-Vance, M.A., & Cuccaro, M.L. (2005). The relationship between 
restrictive and repetitive behaviors in individuals with autism and obsessive 
compulsive symptoms in parents. Child Psychiatry and Human Development, 36, 
155-175. 
Ahmad, M.M., & Dardas, L.A. (2015). The hidden patients: Fathers of children with 
Autism Spectrum Disorder. Journal of Intellectual & Developmental Disability, 
40, 368-375.  
Ahn, J.N., Haines, E.L., & Mason, M.F. (2017). Gender stereotype and the coordination 
of mnemonic work within heterosexual couples: Romantic partners manage their 
daily “to-dos,” Sex Roles, 77, 435-452.  
Allen, S.M. & Hawkins, A.J. (1999). Maternal gatekeeping: Mothers’ beliefs and 
behaviors that  inhibit greater father involvement. Journal of Marriage & Family, 
199-212. 
Altiere, M.J. & Kluge, S.von (2008). Family functioning and coping behaviors in parents 
of children with autism. Journal of Children and Family Studies, 18, 83-92. 
American Psychiatric Association. (2013). Diagnostic and statistical manual of mental 
disorders (5th ed.). Arlington, VA: American Psychiatric Publishing. 
American Psychiatric Association. (2000). Diagnostic and statistical manual of mental 
disorders (4th ed., text revision). Washington, D.C.: Author. 
   
226 
Anderegg, M.L., Vergason, G.A., & Smith, M.C. (1992). A visual representation of the 
grief cycle for use by teachers with families of children with disabilities. 
Remedial and Special Education, 13 (2), 17-23. 
Antonucci, T.C., & Akiyama, H. (1987). Social networks in adult life and a preliminary 
examination of the convoy model. Journal of Gerontology, 42, 519-527.  
Antonucci, T.C., Akiyama, H., & Lansford, J.E. (1998). Negative effects of close 
relations. Family Relations, 47, 379-384.  
Antonucci, T.C., Akiyama, H., & Takahashi, K. (2004). Attachment and close 
relationships across the life span. Attachment & Human Development, 6, 353-370.   
Argumedes, M., Lanovaz, M.J., & Larivee, S. (2018). Brief report: Impact of challenging 
behavior on parenting stress in mothers and fathers of children with autism 
spectrum disorders. Journal of Autism and Developmental Disorders, February 
2018 online. 
ASAN (n.d.). Horrific autism speaks “I am autism” ad transcript. Retrieved from 
https://autisticadvocacy.org/2009/09/horrific-autism-speaks-i-am-autism-ad 
Baker, B.L., Blacher, J., Olsson, M.B. (2005). Preschool children with and without 
developmental delay: Behaviour problems, parents’ optimism and well-being. 
Journal of Intellectual Disability Research, 49, 575-590. 
Baker-Ericzen, M.J., Brookman-Frazee, & Stahmer, A. (2005). Stress levels and 
adaptability in parents of toddlers with and without autism spectrum disorders. 
Research & Practice for Persons with Severe Disabilities, 30, 194-204. 
   
227 
Barker, E.T., Hartley, S.L., Seltzer, M.M., Floyd, F.J., Greenberg, J.S., & Orsmond, G.I. 
(2011). Trajectories of emotional well-being in mothers of adolescents and adults 
with autism. Developmental Psychology, 47, 551-561.  
Barnfield, K. (2008). Easter Seals’ study shed new light on parents’ life-long fears, 
anxieties and critical supports needed to raise a child with autism. Retrieved April 
1, 2014, from 
http://es.easterseals.com/site/PageServer?pagename=ntl_pr_autism_study 
Bayat, M. (2007). Evidence of resilience in families of children with autism. Journal of 
Intellectual Disability Research, 51(9), 702-714. 
Bebko, J.M., Konstantareas, M.M., & Springer, J. (1987). Parent and professional 
evaluations of  family stress associated with characteristics of autism. Journal of 
Autism and Developmental Disorders, 17, 565-576. 
Berger, K.S. (2006). The developing person through childhood (4th ed.). New York: 
Worth.  
Biond, M. (2005). The tree’s on fire: Voicing experience. In Areiel, C.N. & Naseef, R. A. 
(Ed.). Voices from the spectrum: Parents, grandparents, siblings, people with 
autism  and professionals share their wisdom. Philadelphia: Jessica Kingsley.  
Birditt, K.S., & Antonucci, T.C. (2007). Relationship quality profiles and well-being 
among  married adults. Journal of Family Psychology, 21, 595-604. 
Birditt, K.S., Antonucci, T.C., & Tighe, L. (2012). Enacted support during stressful life 
events in middle and older adulthood: An examination of the interpersonal 
context. Psychology and Aging, 27, 728-741.  
   
228 
Bitsika, V. & Sharpley, C. (1999). An exploratory examination of the effects of support 
groups  on the well-being of parents of children with autism-I: General counseling. 
Journal of Applied Health Behavior, 1 (2), 16-22. 
Bölte, S., Knecht, S., & Poustka, F. (2007). A case-control study of personality style and 
psychopathology in parents of subjects with autism. Journal of Autism and 
Developmental Disorders, 37, 243-250. 
Bowen, M. (2004). The use of family theory in clinical practice. Lanham, MD: Rowman 
& Littlefield.  
Bowlby, R. (2005). The making and breaking of affectional bonds, 2nd ed. New York: 
Routledge. 
Boyd, B.A. (2002). Examining the relationship between stress and lack of social support 
in mothers of children with autism. Focus on Autism & Other Developmental 
Disabilities, 17 (4), 208-216. 
Bragiel, J., & Kaniok, P.E. Demographic variables and fathers’ involvement with their 
child with disabilities. Journal of Research in Special Educational Needs, 14 (1), 
43-50.  
Brantlinger, E., Jimenez, R., Klingner, J., Pugach, M., & Richardson, V. (2005). 
Qualitative studies in Special Education, Exceptional Children, 71, 195-207. 
Bristol, M.M. (1987). Mothers of children with autism or communication disorders: 
successful adaptation and the double abcx model. Journal of Autism and 
Developmental Disorders, 17, 469-486.  
   
229 
Bristol, M.M., Gallagher, J.J., Schopler, E. (1988). Mothers and fathers of young 
developmentally disabled and nondisabled boys: Adaptation and spousal support. 
Developmental Psychology, 24, 441-451. 
Bristor, M.W. (1984). The birth of a handicapped child—A wholistic model for grieving. 
Family Relations, 33, 25-32.  
Broger, B., & Zeni, M.B. (2011). Fathers’ coping mechanisms related to parenting a 
chronically ill child: Implications for advanced practice nurses. Journal of 
Pediatric Health Care, 25, 96-104. 
Bronte-Tinkew, J., Burkhauser, M., & Metz, A.J.R. (2012). Elements of promising 
practices in fatherhood programs: Evidence-based research findings on 
interventions for fathers. Fathering, 10, 6-30.  
Brookman-Frazee, L. (2004). Using parent/clinician partnerships in parent education 
programs for children with autism. Journal of Positive Behavior Interventions, 
6(4), 195-213. 
Burkett, K., Morris, E., Anthony, J., Shambley-Ebron, & Manning-Courtney, P. (2017). 
Parenting African American children with autism: The influence of respect and 
faith in mother, father, single-, and two-parent care. Journal of Transcultural 
Nursing, 28, 497-504. 
Carpenter, B., Addenbrooke, M., Attfield, E. & Conway, S. (2004). ‘Celebrating 
Families’: an inclusive model of family-centred training. British Journal of 
Special Education, 31(2), 75-80. 
   
230 
Carpenter, B., & Towers, C. (2008). Recognizing fathers: The needs of father of children 
with disabilities. Support for Learning, 23, 118-125. 
Carstensen, L.L. (1995). Evidence for a life-span theory of socioemotional selectivity. 
Current Directions in Psychological Science, 4, 151-156. 
Carver, C.S., Scheier, M.F., & Weintraub, J.K. (1989). Assessing coping strategies: A 
theoretically based approach. Journal of Personality and Social Psychology, 56, 
267-283. 
Chandler, S., Charman, T., Baird, G., Simonoff, E., Loudas, T., Meldrum, D., Scott, M., 
& Pickles, A. (2007). Validation of the Social Communication Questionnaire in a 
population cohort of children with Autism spectrum disorders. Journal of the 
American Academy of Child & Adolescent Psychiatry, 46, 1324-1332. 
Cheung, C. S-S., & Pomerantz, E.M. (2011). Parents’ involvement in children’s learning 
in the United States and China: Implications for children’s academic and 
emotional adjustment. Child Development, 82, 932-950.  
Clark, C. (2009). Why fathers matter to their children’s literacy. London: National 
Literacy Trust.  
Cohrs, A.C., & Leslie, D.L. (2017). Depression in parents of children diagnosed with 
Autism Spectrum Disorder: A claims-based analysis. Journal of Autism and 
Developmental Disorders, 47, 1416-1422.  
Cowan, P.A., Cowan, C.P., & Knox, V. (2010). Marriage and fatherhood programs. The 
Future  of Children, 20, 205-230.  
   
231 
Craig, L. & Mullan, K. (2010). Parenthood, gender and work-family time in the U.S., 
Australia, Italy, France and Denmark. Journal of Marriage & Family, 72, 1344-
1361.  
Crane, L, Chester, J.W., Goddard, L., Henry, L.A., & Hill, E.L. (2016). Experiences of 
autism  diagnosis: A survey of over 1000 parents in the United Kingdom. Autism, 
20, 153-162.   
Crowley, J.E. (2006). Organizational responses to the fatherhood crisis. Marriage & 
Family Review, 39, 99-120.  
Daniels, A. M., Rosenberg, R.E., Anderson, C., Law, J.K., Marvin, A.R., & Law, P.A. 
(2012). Verification of parent-report of child Autism spectrum disorder diagnosis 
to a web-based autism registry. Journal of Autism and Developmental Disorders, 
42, 257. 
Davis, B. (2001). Breaking autism’s barriers. Philadelphia: Jessica Kingsley Publishing. 
Davis, N.O. & Carter, A.S. (2008). Parenting stress in mothers and fathers of toddlers 
with Autism Spectrum Disorders: Associations with child characteristics. Journal 
of Autism and Developmental Disorders, 38, 1278-1291. 
Davys, D., Mitchell, D., & Martin, R. (2017). Fathers of people with intellectual 
disability: A review of the literature. Journal of Intellectual Disabilities, 2, 175-
196.  
DeGrace, B.W. (2004). The everyday occupation of families with children with autism. 
The American Journal of Occupational Therapy, 58, 543-550. 
   
232 
Dixon, N. (2005). Facing the pain of autism—and surviving. In Areiel, C.N. & Naseef, R. 
A. (Ed.). Voices from the spectrum: Parents, grandparents, siblings, people with 
autism  and professionals share their wisdom. Philadelphia: Jessica Kingsley.   
Donaldson, C.K., Stauder, J.E.A., & Donkers, F.C.L. (2017). Increased sensory 
processing atypicalities in parents of multiplex ASD families versus typically 
developing and simplex ASD families. Journal of Autism and Developmental  
 Disorders, 47, 535-548. 
Dorris, M. (1989). The broken cord. New York: Harper Perennial. 
Dudgeon, M.R. & Inhorn, M.C. (2003). Gender, masculinity, and reproduction: 
Anthropological perspectives. International Journal of Men’s Health, 2, 31-56. 
Dudley, J.R. (1997). Confronting the stigma in their lives: Helping people with a mental 
retardation label. Springfield, IL: Charles C. Thomas.  
Dunlap, G., & Fox, L. (1999). Supporting families of young children with autism. Infants 
& Young Children, 12(2), 48-54. 
Dunst, C., Trivette, C. & Deal, A. (1988). Enabling and empowering families. 
Cambridge, MA: Brookline Books. 
Dykens, E.M., Fisher, M.H., Taylor, J.L., Lambert, W., & Miodrag, N. (2014). Reducing 
distress in mothers of children with autism and other disabilities: A randomized 
trial. Pediatrics, 134, e454-463. 
Dykstra, P.A., & Keizer, R. (2009). The wellbeing of childless men and fathers in mid-
life. Ageing and Society, 29, 1227-1242. 
   
233 
Eaton, K., Ohan, J.L., Stritzke, W.G.K., & Corrigan, P.W. (2016). Failing to meet the 
good parent ideal: Self-stigma in parents of children with mental health disorders. 
Journal of Child & Family Studies, 25, 3109-3123.  
Eaves, L.C., Wingert, H.D., Ho, H.H., & Mickelson, E.C.R. (2006). Screening for 
Autism spectrum disorders with the Social Communication Questionnaire. 
Journal of Developmental and Behavioral Psychiatry, 27, S95-S103. 
Elder, J.H., Valcante, G., Yarandi, H, White, D., & Elder, T.H. (2005). Evaluating in-
home training for fathers of children with autism using single-subject 
experimentation and group analysis methods. Nursing Research, 54(1), 22-32. 
Evans, J.R., & Mathur, A. (2005). The value of online surveys. Internet Research, 15, 95-
219.  
Everingham, C., & Bowers, T. (2006). Re-claiming or re-shaping fatherhood. Health 
Sociology Review, 15, 96-103. 
Family TIES of Massachusetts (2018). Metrowest regional support groups. Retrieved 
June 14, 2018, from http://massfamilyties.org/info/groups.php 
Featherstone, H. (1980). A difference in the family: Living with a disabled child. New 
York: Penguin Books. 
Fletcher, R., Vimpani, G., Russell, G., & Keatings, D. (2008). The evaluation of tailored 
and web-based information for new fathers. Child: Care, Health and 
Development, 34, 439-446. 
   
234 
Flippin, M., & Crais, E.R. (2011). The need for more effective father involvement in 
early autism intervention: a systematic review and recommendations. Journal of 
Early Intervention, 33, 24-50.  
Forste, R., & Bartkowski, J.P. (2009). “Just be there for them”: Perceptions of fathering 
among  single, low-income men. Fathering, 7, 49-69. 
Freedman, B.H., Kalb, L.G., Zablotsky, B., & Stuart, E.A. (2012). Relationship status 
among  parents of children with Autism Spectrum Disorders: A population-based 
study. Journal of Autism and Developmental Disorders, 42, 539-548.  
Frye, L.S. (2015). Fathers’ experience with autism spectrum disorder. Nursing 
implications. Journal of Pediatric Health Care, 30, 453-463.  
Garcia-Lopez, C., Sarria, E., Pozo, P., & Recio, P. (2016). Supportive dyadic coping and 
psychological adaptation in couples parenting children with Autism Spectrum 
Disorder: The role of relationship satisfaction. Journal of Autism and 
Developmental Disorders, 46, 3434-3447.  
Ghaziuddin, M. (2005). A family history study of Asperger Syndrome. Journal of Autism 
and Developmental Disorders, 35, 177-182. 
Giallo, R., Seymour, M., Matthews, J., Gavidia-Payne, S., Hudson, A., & Cameron, C. 
(2014). Risk factors associated with the mental health of fathers of children with 
an intellectual disability in Australia. Journal of Intellectual Disability Research: 
doi: 10.1111/jir.12127 
   
235 
Glidden, L.M., Billings, F.J., Jobe, B.M. (2006). Personality, coping style and well-being 
of parents rearing children with developmental disabilities. Journal of Intellectual 
Disability Research, 50, 949-962. 
Goffman, E. (1963). Stigma. Englewood Cliffs, NJ: Prentice-Hall. 
Grant, G., & Whittell, B. (2000). Differentiated coping strategies in families with 
children or adults with intellectual disabilities: The relevance of gender, family 
composition and the life span. Journal of Applied Research in Intellectual 
Disabilities, 13, 256-275. 
Gray, D.E. (2003). Gender and coping: The parents of children with high functioning 
autism. Social Science & Medicine, 56, 631-642. 
Gray, D.E. (2002). “Everybody just freezes. Everybody is just embarrassed”: felt and 
enacted stigma among parents of children with high functioning autism. Sociology 
of Health & Illness, 24, 634-749. 
Greeff, A.P., & Vansteenwegen, A., Ide, M. (2006). Resiliency in families with a 
member with a psychological disorder. The American Journal of Family Therapy, 
34, 285-300. 
Greenberg, J.S., Seltzer, M.M., Krauss, M.W., Chou, R.J., & Hong, J. (2004). The effect 
of quality of the relationship between mothers and adult children with 
schizophrenia, autism, or down syndrome on maternal well-being: The mediating 
role of optimism. American Journal of Orthopsychiatry, 74(1), 14-25.  
   
236 
Guomundsdottir, K., Sigurdardottir, Z.G., & Ala’i-Rosales, S. (2017). Evaluation of 
caregiver training via telecommunication for rural Icelandic children with autism. 
Behavioral Development Bulletin, 22, 215-229.  
Halford, W.K., & Petch, J. (2010). Couple psychoeducation for new parents: Observed 
and potential effects on parenting. Clinical Child Family Psychological Review, 
13, 164-180.  
Hannon, M.C., & Hannon, L.V. (2017). Fathers’ orientation to their children’s autism 
diagnosis: A grounded theory study. Journal of Autism and Developmental 
Disorders, 47, 2265-2274.  
Hannon, M.D., White, E.E., & Nadrich, T. (2017). Influence of autism on fathering style 
among  Black American fathers: a narrative inquiry. Journal of Family Therapy, 
40, 224-246. 
Harris, S.L., Gill, M.J., & Alessandri, M. (1991). The family with an autistic child. In M. 
Seligman, (Ed., 2nd ed.) The family with a handicapped child. Boston: Allyn and 
Bacon.  
Hart, R. (2011). Paternal involvement in the statutory assessment of special educational 
needs. Educational Psychology in Practice, 27(2), 155-174.  
Hartley, S.L., Barker, E.T., Seltzer, M.M., Floyd, F., Greenberg, J., Orsmond, G., & Bolt, 
D. (2010). The relative risk and timing of divorce in families of children with an 
Autism Spectrum Disorder. Journal of Family Psychology, 24 (4), 449-457.  
   
237 
Hastings, R.P. (2003). Child behaviour problems and partner mental health as correlates 
of stress in mothers and fathers of children with autism. Journal of Intellectual 
Disability Research, 47, 231-237.  
Hastings, R.P., Kovshoff, H., Ward, N.J., degli Espinosa, F., Brown, T., & Remington, B. 
(2005). Systems analysis of stress and positive perceptions in mothers and fathers 
of pre- school children with autism. Journal of Autism and Developmental 
Disorders, 35, 635-644. 
Herring, S., Gray, K., Taffe, J., Tonge, B., Sweeney, D., & Einfield, S. (2006). Behaviour 
and emotional problems in toddlers with pervasive developmental disorders and 
developmental delay: Associations with parental mental health and family 
functioning. Journal of Intellectual Disability Research, 50, 874-882. 
Hicks, B. & Baggerly, J. (2017). The effectiveness of Child Parent Relationship Therapy 
in an online format. International Journal of Play Therapy, 26 (3), 138-150  
Hill, R. (1958). Social stresses on the family. Social Casework, 39, 139-150.  
Hillman, J. (2006). Supporting and treating families with children on the autistic 
spectrum: The unique role of the generalist psychologist. Psychotherapy: Theory, 
Research, Practice, Training, 43, 349-358.  
Hock, R.M., Timm, T.M., & Ramisch, J.L. (2012). Parenting children with Autism 
Spectrum Disorders: A crucible for couple relationships. Child & Family Social 
Work, 17, 406-415.  
Hodder, R. (2006). A sorrow cloaked with anger. Journal of Loss and Trauma, 11, 53-69. 
   
238 
Hovey, J.K. (2005). Fathers parenting chronically ill children: Concerns and coping 
strategies. Issues in Comprehensive Pediatric Nursing, 28, 83-95. 
Hoy, S. (2012). Beyond men behaving badly: A meta-ethnography of men’s perspectives 
on psychological distress and help seeking. International Journal of Men’s 
Health, 11, 202-226.  
Hume, K, Bellini, S., Pratt, C. (2005). The usage and perceived outcomes of early 
intervention and early childhood programs for young children with autism 
spectrum disorder. Topics in Early Childhood Special Education, 25(4), 195-207. 
Huppke, R.W. (2008, December 16). Autism study: Fears for the future. Chicago 
Tribune. Retrieved from 
http://archives.chicagotribune.com/2008/dec/16/local/chi-autism-study 
James, J.W., & Friedman, R. (2009). The grief recovery handbook. New York: Collins 
Living. 
Jones, S., Bremer, E., & Lloyd, M. (2017). Autism spectrum disorder: Family quality of 
life while waiting for intervention services. Quality of Life Research, 26, 331-342.  
Kaufman, B.N. & Kaufman, S. (2001). The son-rise program start-up manual. Sheffield, 
MA: The Option Institute and Fellowship. 
Keller, D. & Honig, A.S. (2004). Maternal and paternal stress in families with school-
aged children with disabilities. American Journal of Orthopsychiatry, 74, 337-
378. 
   
239 
Kersh, J., Hedvat, T.T., Hauser-Cram, P, & Warfield, M.E. (2006). The contribution of 
marital quality to the well-being of parents of children with developmental 
disabilities. Journal of Intellectual Disability Research, 50, 883-893. 
Kim, H.W., Greenberg, J.S., Seltzer, M.M., & Krauss, M.W. (2003). The role of coping 
in maintaining the psychological well-being of mothers of adults with intellectual 
disability and mental illness. Journal of Intellectual Disability Research, 47, 313-
327. 
King, G.A., Zwaigenbaum, L., King, S., Baxter, D., Rosenbaum, P. & Bates, A. (2006). 
A qualitative investigation of changes in the belief systems of families of children 
with autism or Down syndrome. Child Care, Health and Development, 32, 353-
369. 
Klott, J. (2012, April). Suicide and self-mutilation: Stopping the pain. Paper presented at 
PESI training, Dedham, MA. 
Konstantareas, M.M. & Homatidis, S. (1992). Mothers’ and fathers’ self-report of 
involvement with autistic, mentally delayed, and normal children. Journal of 
Marriage and the Family, 54(1), 153-164.  
Koropeckyj-Cox, T., & Pendell, G. (2007). Then gender gap in attitudes about 
childlessness in the United States. Journal of Marriage and Family, 69, 899-915. 
Krajewski, B. (2005). Special needs fathers: Til death do us part? Illness, Crisis & Loss, 
13, 333-349. 
Kraut, R., Olson, J., Banaji, M., Bruckman, A., Cohen, J., & Couper, M. (2004). 
Psychological  research online: Report of board of scientific affairs’ advisory 
   
240 
group on the conduct of research on the Internet. American Psychologist, 59, 105-
117.  
Kubler-Ross, E. & Kessler, D. (2005). On grief and grieving. New York: Scribner. 
Kücüker, S. (2006). The family-focused early intervention programme: Evaluation of 
parental stress and depression. Early Child Development and Care, 176, 329-341. 
Lampi, K.M., Hinkka-Yli-Salomaki, S., Lehti, V., Helenius, H., Gissler, M., Brown, 
A.S., & Sourander, A. (2013). Parental age and risk of Autism Spectrum 
Disorders in a Finnish national birth cohort. Journal of Autism and Developmental 
Disorders, 43, 2526-2535.  
Langley, E., Totsika, V., & Hastings, R.P. (2017). Parental relationship satisfaction in 
families of children with Autism Spectrum Disorder (ASD): A multilevel 
analysis. Autism Research, 10, 1259-1268.  
Lansford, J.E., Sherman, A.M., & Antonucci, T.C. (1998). Satisfaction with social 
networks: An examination of socioemotional selectivity theory across cohorts. 
Psychology and Aging, 13, 544-552. 
Leech, N.L., & Onwuegbuzie, A.J. (2009). A typology of mixed methods research 
designs. Quality & Quantity, 43, 265-275.  
Leininger, L.J. & Ziol-Guest, K.M. (2008). Reexamining the effects of family structure 
on children’s access to care: The single-father family. Health Services Research, 
43, 117-133. 
   
241 
Lemay, C.A., Cashman, S.B., Elfenbein, D.S., & Felice, M.E. (2010). A qualitative study 
of the meaning of fatherhood among young urban fathers. Public Health Nursing, 
27, 221-231.  
Lesack, R., Bearss, K., Celano, M., & Sharp, W.G. (2014). Parent-child interaction 
therapy and Autism Spectrum Disorder: Adaptation with a child with severe 
developmental delays. Clinical Practice in Pediatric Psychology, 2, 68-82. 
Levy-Shiff, R. (1999). Fathers’ cognitive appraisals, coping strategies, and support 
resources as correlates of adjustment to parenthood. Journal of Family 
Psychology, 13, 554-567. 
Lichtenstein, B., Laska, M.K., & Clair, J.M. (2002). Chronic sorrow in the HIV-positive 
patient: Issues of race, gender, and social support. AIDS Patient Care and STDs, 
16, 27-38. 
Lim, K.K., & Chon, W.H. (2017). Moderating effect of child’s Autism Spectrum 
Disorder (ASD) diagnosis on benefit finding and negative affect of parents. 
American Journal of Orthopsychiatry, 87, 357-364.  
Linehan, M.M. (1993). Skills training manual for treating borderline personality 
disorder. New York: The Guilford Press. 
Lockman, D. (2019). All the rage: Mothers, fathers and the myth of equal partnership. 
New York: Harper Collins.  
Lopez-Wagner, M.C., Hoffman, C.D., Sweeney, D.P., Hodge, D., & Gilliam, J.E. (2008). 
Sleep problems of parents of typically developing children and parents of children 
with autism. The Journal of Genetic Psychology, 169, 245-259. 
   
242 
Losh, M., Martin, G.E., Lee, M., Klusek, J., Sideris, J., Barron, S., & Wassink, T. (2017). 
Developmental markers of genetic liability to autism in parents: A longitudinal, 
multigenerational study. Journal of Autism and Developmental Disorders, 47, 
834-845.  
Lucyshyn, J.M., Albin, R.W., Horner, R.H., Mann, J.C., Mann, J.A., & Wadsworth, G. 
(2007). Family implementation of positive behavior support for a child with 
autism: Longitudinal, single-case, experimental, and descriptive replication and 
extension. Journal of Positive Behavior Interventions, 9(3), 131-150. 
Luijkx, J., van der Putten, A.A.J., & Vlaskamp, C. (2017). Time use of parents raising 
children with severe or profound intellectual and multiple disabilities. Child: 
Care, Health and Development, 43, 518-526.   
Ly, A.R., & Goldberg, W.A. (2014). New measure for fathers of children with 
developmental challenges. Journal of Intellectual Disability Research, 58, 471-
484. 
Magana, S., Lopez, K., & Machalicek, W. (2017). Parents taking action: A psycho-
educational intervention for Latino parents of children with Autism Spectrum 
Disorder. Family Process, 56, 59-74.  
Magill-Evans, J., Harrison, M.J., Benzies, K., Gierl, M., & Kimak, C. (2007). Effects of 
parenting education on first-time fathers’ skills in interactions with their infants. 
Fathering, 5, 42-58.  
   
243 
Mak, W.W.S., Ho, A.H.Y., & Law, R.W. (2007). Sense of coherence, parenting attitudes 
and stress among mothers of children with autism in Hong Kong. Journal of 
Applied Research in Intellectual Disabilities, 20, 157-167. 
Mallers, M.H., Charles, S.T., Neupert, S.D., & Almeida, D.M. (2010). Perceptions of 
childhood relationships with mother and father: Daily emotional and stressor 
experiences in adulthood. Developmental Psychology, 46, 1651-1661.  
Marco, E.J., Hinkley, L.B.N., Hill, S.S., & Nagarajan, S.S. (2011). Sensory processing in 
autism: A review of neurophysiologic findings. Pediatric Research, 69, 48R-54R. 
Marker, C., Weeks, M., & Kraegel, I. (2007). Integrating faith and treatment for children 
with high functioning autism spectrum disorders. Journal of Psychology and 
Christianity, 26(2), 112-121.  
Masood, A.F., Turner, L.A., Baxter, A. (2007). Causal attributions and parental attitudes 
toward children with disabilities in the United States and Pakistan. Exceptional 
Children, 73, 475-487. 
Mazzone, S., & Nader-Grosbois, N. (2017). How are parental reactions to children’s 
emotions linked with Theory of Mind in children with Autism Spectrum 
Disorder? Research in Autism Spectrum Disorders, 40, 41-53.  
McCabe, H. (2008). The importance of parent-to-parent support among families of 
children with autism in the People’s Republic of China. International Journal of 
Disability, Development & Education, 55(4), 303-314.  
McCubbin, H.I., & Patterson, J.M. (1981). Systematic assessment of family stress, 
resources and coping. St. Paul: Family Stress Project, University of Minnesota. 
   
244 
Meltzer, L.J. (2008). Brief report: Sleep in parents of children with autism spectrum 
disorders. Journal of Pediatric Psychology, 33, 380-386. 
Micali, N., Chakrabarti, S., & Fombonne, E. (2004). The broad autism phenotype: 
Findings from an epidemiological survey. Autism, 8(1), 21-37. 
Mildenberger, K., Sitter, S., Noterdaeme, M., & Amorosa, H. (2001). The use of the 
ADI-R as a diagnostic tool in the differential diagnosis of children with infantile 
autism and children with a receptive language disorder. European Child & 
Adolescent Psychiatry, 10, 248-55.  
Millings, E. (2010). The role and influence of the father on his “child” in biological and 
non-biological relationships. Part one: Literature overview and an interpretative 
phenomenological analysis study. Counseling Psychology Quarterly, 23, 35-43. 
Minuchin, S. (1974). Restructuring the family. In S. Minuchin (Ed.) Families and family 
therapy. Cambridge, MA: Harvard University Press. 
Mirenda, P. & Erickson, K.A. (2000). Augmentative communication and literacy. In 
A.M. Wetherby & B.M. Prizant (Eds.), Autism spectrum disorders: A 
transactional developmental perspective. Baltimore: Paul H. Brookes, pp. 333-
367.   
Morgan, S.B. (1988). The autistic child and family functioning: a developmental-family 
systems perspective. Journal of Autism and Developmental Disorders, 18 (2), 
263-280. 
   
245 
Morrison, J.E., Bromfield, L.M. & Cameron, H.J. (2003). A therapeutic model for 
supporting families of children with a chronic illness or disability. Child & 
Adolescent Mental Health, 8 (3), 125-130.  
Naseef, R. (2002). When the bough breaks. Journal of Religion, Disability and Health, 6 
(1), 75-87. 
Naseef, R. (1996). The father’s voices: Healing broken dreams. The Exceptional Parent: 
Boston, 26 (3), 37-39. 
National child development study (24 October, 2001). R00022309: Father involvement 
and outcomes in adolescence and adulthood: End of award report. Retrieved 
October 11, 2012, from www.esrc.ac.uk/my.../5cbbcc7b-1a4d-4373-9588-
53bfd3458c28 
National Institute of Child Health and Human Development. (NICHD; 2009). Autism 
spectrum disorders (ASDs). Retrieved August 18, 2009, from 
http://www.nichd.nih.gov/health/topics/asd.cfm 
National Research Council (2000). Educating children with autism. Washington, DC: 
National Academy Press.  
NVivo 10 for Mac (2014). QSR International Pty Ltd. Retrieved September 8, 2014, from 
www.qsrinternational.com 
Oelofsen, N. & Richardson, P. (2006). Sense of coherence and parenting stress in 
mothers and fathers of preschool children with developmental disability. Journal 
of Intellectual & Developmental Disability, 31(1), 1-12. 
   
246 
Olshansky, S. (1962) Chronic sorrow: A response to having a mentally ill child. Social 
Casework, 43, 190-193. 
Opperman, S., & Alant, E. (2003). The coping responses of the adolescent siblings of 
children with severe disabilities. Disability and Rehabilitation, 25, 441-454. 
Orsmond, G. (2005). Assessing interpersonal and family distress and threats to confident 
parenting in the context of early intervention. In Guralnick, M.J. (ed.) The 
developmental systems approach to early intervention. Baltimore: Paul H. 
Brookes Publishing. 
Paczkowski, E., & Baker, B.L. (2007). Parenting children with and without 
developmental delay: The role of self-mastery. Journal of Intellectual Disability 
Research, 51, 435-446. 
Pakenham, K.I., Samios, C., & Sofonoff, K. (2005). Adjustment in mothers of children 
with Asperger syndrome: An application of the double ABCX model of family 
adjustment. Autism, 9, 191-212.  
Pakenham, K.I., Sofronoff, K., & Samios, C. (2004). Finding meaning in parenting a 
child with asperger syndrome: correlates of sense making and benefit finding. 
Research in Developmental Disabilities, 25, 245-264. 
Pancsofar, N., Petroff, J.C., & Lewis, A. (2017). Father-friendly classrooms: Making a 
space for dads of children with disabilities. Teaching Exceptional Children, 49, 
308-317. 
Panter-Brick, C., Burgess, A., Eggeman, M, McAllister, F., Pruett, K., & Leckman, J.F. 
(2014). Practitioner review: Engaging fathers—recommendations for a game 
   
247 
change in parenting interventions based on a systematic review of the global 
evidence. Journal of Child Psychology and Psychiatry, 55, 1187-1212. 
Patton, M.Q. (2002). Qualitative research & Evaluation Methods, 3rd ed. Thousand Oaks, 
CA: Sage Publications.  
Paynter, J., Davies, M. & Beamish, W. (2018). Recognizing the “forgotten man:” 
Fathers’ experiences in caring for a young child with autism spectrum disorder. 
Journal of Intellectual & Developmental Disability, 43, 112-124.  
Pelchat, D. Lefebre, H., & Perreault, M. (2003). Differences and similarities between 
mothers’ and fathers’ experiences of parenting a child with a disability. Journal of 
Child Health Care, 7, 231-47.  
Pianta, R.C. & Marvin, R.S. (1993). Reaction to diagnosis interview. Curry School of 
Education, University of Virginia. Retrieved December 3, 2012, from 
http://curry.virginia.edu/academics/directory/robert-c.-pianta/measures  
Pickard, K.E., & Ingersoll, B.R. (2017). Using the double ABCX model to integrate 
services for families of children with ASD. Journal of Child and Family Studies, 
26, 810-823.  
Piven, J., & Palmer, P. (1999). Psychiatric disorder and the broad autism phenotype: 
Evidence from a family study of multiple-incidence autism families. American 
Journal of Psychiatry, 156, 557-563. 
Pottie, C.B., Cohen, J., & Ingram, K.M. (2009). Parenting a child with autism: Contextual 
factors associated with enhanced daily parental mood. Journal of Pediatric 
Psychology, 34, 419-429.  
   
248 
Pottie, C.G. & Ingram, K.M. (2008). Daily stress, coping, and well-being in parents of 
children with autism: A multilevel modeling approach. Journal of Family 
Psychology, 22, 855-864.  
Potter, C.A. (2017a). Father involvement in the care, play, and education of children with 
autism. Journal of Intellectual & Developmental Disability, 42 (4), 375-384. 
Potter, C.A. (2017b). “I received a leaflet and that is all”: Father experiences of a 
diagnosis of autism. British Journal of Learning Disabilities, 45, 95-105.  
Power, P.W. & Dell Orto, A. (2003). The resilient family. Notre Dame, IN: Sorin Books. 
Prezant, F.P., & Marshak, L. (2006). Helpful actions seen through the eyes of parents of 
children with disabilities. Disability & Society, 21(1), 31-45. 
Rabbitte, K., Prendeville, P. & Kinsella, W. (2017). Parents’ experiences of the 
diagnostic process for girls with autism spectrum disorder in Ireland: An 
interpretative phenomenological analysis. Educational & Child Psychology, 34, 
54-66. 
Remington, B., Hastings, R.P., Kovshoff, H., Espinosa, F.D., Jahr, E., Brown, T., 
Alsford, P., Lemaic, M., & Ward, N. (2007). Early intensive behavioral 
intervention: Outcomes for children with autism and their parents after two years. 
American Journal on Mental  Retardation, 112, 418-438. 
Rieger, A. (2004). Explorations of the functions of humor and other types of fun among 
families of children with disabilities. Research & Practice for Persons with 
Severe  Disabilities, 29(3), 194-209. 
   
249 
Roach, M.A., Orsmond, G.I., & Barratt, M.S. (1999). Mothers and fathers of children 
with Down Syndrome: Parental stress and involvement in childcare. American 
Journal on Mental Retardation, 104, 422-436.  
Robinson, C.A., York, K., Rothenberg, A., & Bissell, L.J.L. (2015). Parenting a child 
with Asperger’s Syndrome: A balancing act. Journal of Child & Family Studies, 
24, 2310-2321.  
Rockhill, A., Furrier, C.J., Duong, T.M. (2015). Peer mentoring in Child Welfare: A 
motivational framework. Child Welfare, 94(5), 125-144.  
Rossi, M.R., Vladescu, J.C., Reeve, K.F., & Gross, A.C. (2017). Teaching safety 
responding to  children with Autism Spectrum Disorder. Education and 
Treatment of Children, 40, 187-208.  
Roy, K.M. & Dyson, O. (2010). Making daddies into fathers: Community-based 
fatherhood programs and the construction of masculinities for low-income 
African American men. American Journal of Psychology, 45, 139-154.  
Rubenstein, E., & Chawla, D. (2018). Broader autism phenotype in parents of children 
with autism: A systematic review of percentage estimates. Journal of Child and 
Family Studies. Retrieved April 12, 2018, from 
http://doi.org.ezproxy.bu.edu/10.1007/s10826-018-1026-3  
Rudiger, R. (2007). Families of children with Rett syndrome: Stories of coherence and 
resilience. Families, Systems, & Health, 25(3), 246-262. 
   
250 
Rutter, M., Bailey, A., Berument, K., Lord, C., & Pickles, A. (2003). Social 
communication questionnaire (SCQ) manual. Torrance, CA: Western 
Psychological  Services. 
Salas, B.L., Rodriguez, V.Y., Urbieta, C.T., & Cuadrado, E. (2017). The role of coping 
strategies and self-efficacy as predictors of life satisfaction in a sample of parents 
of children with Autism Spectrum Disorder. Psicothema, 29, 55-60.  
Santarelli, G., Koegel, R.L., Dasas, J.M., & Koegel, L.K. (2001). Culturally diverse 
families participating in behavior therapy parent education programs for children 
with developmental disabilities. Journal of Positive Behavior Interventions, 3(2), 
120-123. 
Saxbe, D.E., Golan, O., Ostfeld-Etzion, S., Hirschler-Guttenberg, Y., Zagoory-Sharon, 
O., & Feldman, R. (2017). HPA axis linkage in parent-child dyads: Effects of 
parent sex, autism spectrum diagnosis, and dyadic relationship behavior. 
Developmental Psychobiology, 59, 776-786.  
Scorgie, K. & Sobsey, D. (2000). Transformational outcomes associated with parenting 
children who have disabilities. Mental Retardation, 38, 195-206.  
Scourfield, J. (2006). Gendered organizational culture in child protection work. Social 
Work, 51, 80-83.  
Seligman, M. & Darling, R.B. (2007). Ordinary families, special children (3rd ed.). New 
York: The Guilford Press. 
Seligman, M. & Darling, R.B. (1997). Ordinary families, special children (2nd ed.). New 
York: The Guilford Press. 
   
251 
Settersten, R.A., & Cancel-Tirado, D. (2010). Fatherhood as a hidden variable in men’s 
development and life courses. Research in Human Development, 7, 83-102. 
Seymour, M., Giallo, R., & Wood, C.E. (2017). The psychological and physical health of 
fathers  of children with Autism Spectrum Disorder compared to fathers of 
children with long-term disabilities and fathers of children without disabilities. 
Research in Developmental Disabilities, 69, 8-17.  
Shapiro, J. (1989). Stress, depression, and support group participation in mothers of 
developmentally delayed children. Family Relations, 38, 169-173.  
Shave, K., & Lashewicz, B. (2016). Support needs of fathers of children with ASD: 
Individual, family, community and ideological influences. Journal of Applied 
Research in Intellectual Disabilities, 29, 495-507.  
Shu, B.C., Lung, F.W. (2005). The effect of support group on the mental health and 
quality of life for mothers with autistic children. Journal of Intellectual Disability 
Research, 49,  47-53. 
Singh, N.N., Lancioni, G.E., Winton, A.S.W., Fisher, B.C., Wahler, R.G., McAleavey, 
K., Singh, J., & Sabaawi, M. (2006). Mindful parenting decreases aggression, 
noncompliance, and self-injury in children with autism. Journal of Emotional and 
Behavioral Disorders, 14(3), 169-177. 
Smith, L.E., Greenberg, J.S., & Seltzer, M.M. (2012). Social support and well-being at 
mid-life among mothers of adolescents and adults with Autism Spectrum 
Disorders. Journal of Autism and Developmental Disorders, 42, 1818-1826. 
   
252 
Song, L. (2012). Raising network resources while raising children? Access to social 
capital by parenthood status, gender, and marital status. Social Networks, 34, 241-
252. 
Stainton, T., & Besser, H. (1998). The positive impact of children with an intellectual 
disability on the family. Journal of Intellectual & Developmental Disability, 
23(1), 56-70.  
Storhaug, A.S., & Øien, K. (2012). Fathers’ encounters with the child welfare service. 
Children and Youth Services Review, 34, 296-303.  
Strauss, A. & Corbin, J. (1994). “Grounded theory methodology.” In N.K. Denzin & Y.S. 
Lincoln (Eds.) Handbook of qualitative research (pp. 217-285). Thousand Oaks: 
Sage Publications.  
Symon, J.B. (2005). Expanding interventions for children with autism: Parents as 
trainers. Journal of Positive Behavior Interventions, 7, 159-173. 
Tamir, L.M., & Antonucci, T.C. (1981). Self-perceptions, motivation, and social support 
through the family life course. Journal of Marriage and Family, 43, 151-160. 
Thullen, M. & Bonsall, A. (2017). Co-parenting quality, parenting stress, and feeding 
challenges in families with a child diagnosed with autism spectrum disorder. 
Journal of Autism and Developmental Disorders, 47, 878-886.  
Ting, V., & Weiss, J.A. (2017). Emotional regulation and parent co-regulation in children 
with Autism Spectrum Disorder. Journal of Autism and Developmental 
Disorders, 47, 680-689.  
   
253 
Tolle, E. (1999). The power of now: A guide to spiritual enlightenment. Novato, CA: 
New World Library. 
Towers, C. & Swift, P. (2016). Recognizing fathers: Understanding the issues faced by 
fathers of children with learning disabilities. Foundation for People with Learning 
Disabilities. Accessed October 14, 2019, from 
http://www.learningdisabilities.org.uk/publications  
Trute, B., Worthington, C., & Hiebert-Murphy, D. (2008). Grandmother support for 
parents of children with disabilities: Gender differences in parenting stress. 
Families, Systems, & Health, 26, 135-146.  
Tunali, B. & Power, T.G. (2002). Coping appraisals in mothers of children with autism 
and children without autism. Journal of Autism and Developmental Disorders, 
32(1), 25-34.  
Ward, D. (2004). Making the right choices. In C. Dowling, N. Nicoll, N., B. Thomas, 
(Eds., pp. 102-104) A different kind of perfect: Writings by parents on raising a 
child with special needs. Boston: Trumpeter Books.  
Warfield, M.E. (2005). Family and work predictors of parenting role stress among two-
earner  families of children with disabilities. Infant and Child Development, 14, 
155-176. 
Westberg, G.E. (1971). Good grief. Philadelphia: Fortress Press. 
White, N., & Hastings, R.P. (2004). Social and professional support for parents of 
adolescents with severe intellectual disabilities. Journal of Applied Research in 
Intellectual Disabilities, 17, 181-190. 
   
254 
Wisman, A., & Goldenberg, J.L. (2005). From the grave to the cradle: Evidence that 
mortality salience engenders a desire for offspring. Journal of Personality and 
Social  Psychology, 89, 46-61.  
Witcher, A.E. (1989, March). The grief process as experienced by parents of handicapped 
children. Principal, 68, 30-32.  
 
  
 255 
CURRICULUM VITAE 
 
   
256 
 257 
   
258 
